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FOREWORD 
The material in thi s report consists of six substantive sections analyzing 
primary health care for the developmentally disabled in the State of 
Maine . The organization of each section is as follows: statistical tables , 
textual analysis of the tables, and observations about the implications of 
the data. The intent of this report is to present an overview of the 
findings as they were analyzed by the research staff. 
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PRIMARY HEALTH CARE AND THE 
DEVELOPMENTALLY DISABLED 
Dennis A. Watkins , Julia M. Watkins , Sheila R. Bissonnette , 
and Betty A. Brown* 
I. INTRODUCTION 
Concept of Normalization 
The last few decade have witnessed a ignificantly new thrust of 
concern for the rights of minorities and the di advantaged. As perhap 
never before the right of all men and women have begun to be a major 
concern based upon the humanity and potential of the individual. Re-
ceiving increasing attention in recent years is the estimated group of 10 
million American people defined as developmentally disabled.' Stimu-
lated in part by the often ob erved dehumanizing environment of 
in titutional arrangement for the mentally retarded, the earch for more 
humane treatment and management alternative has pointed in the 
direction of what ha been termed ' normalization." 
In 1969, the Danish Mental Retardation Service defined normaliza-
tion a '' letting the mentally retarded obtain an existence as close to 
normal a possible." Thi principle was later elaborated and sy -
tematized by Nirge ( 1969) into "making avai lable to the mentally re-
tarded pattern and condition of everyday life , which are as close as 
po sible to the norms and pattern of the mainstream of society. ' 
Wolfensberger (1972:28) interprets the principle for a North American 
audience a " utilization of mean which are a culturally normative as 
po ible in order to maintain per onal behavior and characteri tics 
which are a culturally normative as po ible. " For Wolfensberger 
( 1972) the principle is culture- pecific because norms are not nece sarily 
the same from one culture to another. Furthermore he states that 
normative is to be equated with typical or conventional within a cultural 
*A ociate Profes or of Community Development, Department of Agricultural and Re-
source Economic . A sociate Profe or of Social Welfare. Department of Sociology, 
Re earch Aide.andGraduate Re earch As i tant , re pectively,attheUniver ityofMaine 
at Orono . 
• 
1 Determining exact number of persons who e diagno ed di ability would place them 
within the lega l definition of developmentally di abled i problematic due to the lack of 
ta ndardized accounting methods , lack of agreement abo ut what condition constitute 
de vel pmental disability, and the confidential nature of agency records. The best esti-
mates f national incidence for the four diagnostic categorie included in this tudy are: 
mental retardation . 3 percent ; cerebral pal y , 2 percent ; epi lep y, I percent; a nd auti m . 
. 04 percent. These figures are ba ed on data supplied by the National A ociation of 
Retarded Citizens. United Cerebral Pal y of Maine , The Epilep y Foundation and the 
ational ociety for Auti tic Children. 
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-
context. The principle, although based upon the needs of the mentally 
retarded has applicability for a much broader range of human manage-
ment situations. 2 
The focus of this study is on barriers to the normalization principle 
in the provision of primary health care to the developmentally disabled 
in the State of Maine. Possible barriers include attitudes toward the 
developmentally disabled, accessibility and quality of community based 
services, and lack of viable coordination mechanisms. Since 1971, the 
Maine Department of Mental Health and Corrections has made a con-
certed effort to encourage services based upon the principle of normali-
zation. As pressures for normalization intensify , it seems warranted that 
those community-based structures which carry out the concept be ex-
amined as to their receptivity and the feasibility of further efforts in this 
direction. Although the principle of normalization has demonstrated its 
usefulness and potential, it is not without its limitations (Mesibov 1976). 
This study made no attempt to examine these limitations of the principle 
it elf. 3 
According to the State Plan FY76 "New Directions for Maine 's 
Developmentally Disabled ," prepared by the Maine Council on De-
2l t i now generally agreed, as pointed out by Tarjan ( 1976), that mental retardation , 
cerebral palsy, epilepsy and auti mare the traditional diagnostic categories to be included 
as developmental disabilities. For purpo es of this study , a developmental disability was 
defined according to PL94-103 , Developmentally Disabled Assi tance and Bill of Rights 
Act. A developmental disability is one which (a) is attributable to mental retardation , 
cerebral palsy , epilepsy , or autism , or is attributable to other conditions clo ely related to 
mental retardation which re ult in imilar impairment of intellectual or adaptive function-
ing; (b) originate before the person attains age 18; (c) has continued or can be expected to 
continue indefinitely; and (d) constitutes a sub tantial handicap to normal functioning in 
society . 
There exists currently a controversy associated with the definition of disability 
revolving around the dilemma of legal versus diagnostic criteria. On the one hand , it is not 
entirely clear what qualifie for a clinical diagnosis and overgeneralizing from a clinical 
diagno i pose problems for service delivery. On the other hand , there are problems 
associated with the inclusion of certain diagnostic or clinical definitions under the legal 
;~bric of " developmental disability .' ' Some , as pointed out by Tarjan ( 1976), would 
maintain that the term " developmental disability" ha established a new diagnostic 
category while others maintain that it i an administrative tool to enhance ervice delivery 
to a larger group of disabled persons. 
Although the dilemma is an unresolved issue at this writing , the present study 
included mental retardation. cerebral palsy . epilepsy and auti m to be developmental 
di abilities. With a general lack of con en sus about the inclusion of '' learningdi abilitie , '' 
dyslexia was excluded from the provider study but not the con umer urvey. 
3 Mesibov ( 1976) outlines uccinctly the limitations of the normalization principle a 
follow : ''Specifically , the principle is not verifiable and is geared to organizational in tead 
of individual need . Furthermore , tho e aspec t of the principle that appear to be testable 
have not been supported and the practice ofu ing 'normal' as a criterion and denying that 
retarded individuals are indeed different are highly que tionable ." 
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velopmental Disabilities, it was estimated that 5.4 percent of the state's 
population or 47,560 indj vi duals were developmentally disabled. Calcu-
lations based on the Maine U.S. Census of 1970 and the national organi-
zations for the respective disabilities indicated the following numbers of 
developmentally disabled persons in Maine by age (Maine Council on 
Developmental Disabilities, 1975). 
Mental Cerebral 
~ Retardation E~ile~s~ ~ Total 
0-4 years 5,069 1,690 166 6,925 
5-19 years 9,716 5,891 585 16,192 
20-64 years 13,988 9,959 496 24,443 
Total 28,773 17,540 1,247 47,560 
Although there is consensus in the current literature that inaccessi-
bility of health care services is a problem for the general population, 
there is a surprising lack of hard data addressing this problem (Aday and 
Andersen, 1975). Blum (1976) points out that barriers to access , ranging 
from health care costs to physical location of services , pose a significant 
problem for minorities and the disadvantaged in securing services. 
However, it is not known to what extent the developmentally disabled 
differ from the general population in securing primary health care ser-
vices. For the handicapped, the most crucial problems in securing 
general community-based services have been identified as lack of 
facilities and services, lack of trained personnel, lack of an orgaruza-
tional structure for identification , treatment and referral and the general 
lack of understanding and awareness of the needs of disabled persons 
(Popp, 1974). For a primarily rural "minority group" (the developmen-
tally disabled), the behavioral and organizational barriers to the princi-
ple of normalization relative to primary health care appear particularly 
problematic. 
Purpose 
The purpose of this study was to describe the health status of the 
developmentally disabled by reviewing the primary health care system 
in Maine as it is utilized by and accessible to the developmentally 
disabled and further to make recommendations for positive changes in 
the health system or parts of it. The major hypothesis of this study was 
that the developmentally disabled experience significantly greater prob-
lems in obtaining access to and in utilizing primary health care services 
than the general public. 
Objectives 
The objectives of this study were to determine: 
(I) the attitudes of health ervice personnel toward treating de-
velopmentally disabled persons. 
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(2) the availability and accessibility of the health system to de-
velopmentally disabled persons . 
(3) the rate of utilization of the health system by developmentally 
disabled persons. 
(4) the attitudes of consumers (familie of developmentally dis-
abled persons) toward the health care system. 
(5) the recommended methods of improving the health care system 
to developmentally disabled persons . 
(6) the needs for additional health services to the developmentally 
disabled and what strategies for implementing these services are 
most practical and reasonable. 
(7) areas requiring further investigation due to the constraints of 
this tudy. 
Methodology 
The criteria of primary health care can be constructed from an 
existing body of literature. The following definitions-components of 
primary health care constituted the criteria for this study with a focus on 
developmental disabilities. 
(1) "first contact care" (White , 1967) 
(2) "the kind of care that most people need most of the time" 
(Rural Health News, 1972) 
(3) ' range of services adequate for meeting the great majority of 
daily personal health needs" (Collins, 1971) 
( 4) "basic and preventive level of health care" (Eiinoff, 1971) 
Although the provision level of primary health care has historically 
been the domain of the general practitioner , there is evidence that other 
specialist are regular sources of primary care (North Central Regional 
Center for Rural Development, 1976). The developmentally disabled are 
recognized as having a multiplicity of needs , and access to the health 
care system may derive from a broad range of profe sional providers. 
Given these considerations appropriate to primary health care and the 
developmentally disabled, it was determined that the following health 
care providers be surveyed: audiologist, chiropractor, dental hygienist , 
dentist , registered nurse, licensed practical nur e, occupational 
therapist, optometrist, physical therapist physician (M.D. and D.O .), 
podiatrist, p ychologist, and speech pathologist. Within the physician 
category a further di scrimi nation established that only physician 
special ities with a high probability of direct patient contact would be 
sampled, i.e., interni sts, general practitioners, family practitioners, 
surgeons , pediatricians , obstetricians, and neurologists. 
Following the "Taxonomy of the Health System for Plan Develop-
ment," prepared by Government Studies and System ( 1976), primary 
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health care services were categorized as (I) prevention and detection, 
ervices to protect from disease or identify disease or ill-health and 
permit early intervention; (2) diagnosis and treatment, services to 
evaluate health status and to identify and alleviate disease and ill-health 
or its symptoms; and (3) rehabilitation and habilitation services to re-
tore or help achieve fullest potential. 
Sample population. The sample of providers consisted of 1 179 
primary health care providers selected on a statewide basis. Respon-
dents were chosen from the current registries of the respective profes-
sional groups by stratifying profession ( 14 professions) and geographic 
region (six planning regions designated by the Maine Council on De-
velopmental Disabilities) on the ba is of the population and the number 
of professionals in each geographic region. An over-sample wa drawn 
in the less populated regions to ensure that a minimum of provider 
respondents would be drawn in each of the fourteen professional groups 
for purposes of analysis. Due to the small number in some provider 
groups in the State of Maine, groups were combined for purposes of 
analysis. 
The over- ampling procedure allows the differentiation of three 
di tinct data sets: data set 1 is a proportional sample of the state' 
fourteen groups of professional health care providers and is an appro-
priate data ba e for analyzing primary health care provider as a group in 
relation to developmental disabilities. Data set 2 is an over-sample by 
county aU owing comparison by planning regions. Data set 3 is a provider 
over-sample allowing detailed comparison of the fourteen professions. 
The ample of ervice consumers , families of developmentally dis-
abled per ons was selected from consenting participants in a four-
county area (Washington, Penobscot, Piscataqui and Hancock) rep-
resenting State Planning Region II. This region represented a mix of 
rural and urban population and had within its boundaries a number of 
special services for the developmentally disabled. Participants were 
identified by asking agencies and school to request that familie willing 
to participate sign a release in order for their names to be used in the 
survey. The final group consisted of one hundred respondents available 
for telephone interviews. 
A degree of caution should be present in interpreting the con umer 
data. Due to the electivity of confidentiality requirements the ample 
did not meet the criterion of randomnes required by strict probability 
sampling. However, the statistical literature indicates that problems of 
representativeness in sampling special interest groups such as the de-
velopmentally disabled have been overempha ized (Boneau, 1960). 
Second, care should be taken that results are not overgeneralized to 
other regions since the sample i small and represents only one planning 
region which, in service, may be unlike other regions. Third, a telephone 
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interviewing procedure was employed. Best estimate place the number 
of households in the State of Maine without telephones at 14 percent. 
Procedure. The data were obtained from a mailed questionnaire 
with a maximum of two follow-up letters used before the study was 
completed. The mailing took place between March 1 and May 30 1977. 
An alerting letter, explaining the purpose and rationale of the study, was 
sent to all respondents prior to receiving the questionnaire. Letters of 
endor ement from provider professional associations accompanied the 
mailed questionnaire. The completion rate for the total sample was 52 
percent. No sample replacement was undertaken. A cursory analysis of 
refusals compared to nonrefusals indicated little difference between the 
two. This sample did not differ significantly from known demographic 
and professional characteristics of rural health care providers as de-
cribed in the current literature (Cordes, 1976; Roemer , 1976). There-
fore, it is likely that possible bias in the sample has been minimized . 
The provider schedule, consisting of twenty-eight questions with 
sub-parts took approximately thirty minutes to complete. Three months 
were spent in testing and pretesting the questionnaire over seventeen 
interviews. Early pretests indicated the questionnaire to be too general , 
requiring adjustments in the level of specificity and a clearer focus on 
primary health care. 
The provider interview schedule consi ted of five parts . Part I 
attempted to determine the type and extent of provider experience with 
the developmentally di abled. Specific information included prefer-
ence for working with four developmentally disabled and three other 
di ability groups ; amount of professional training for working with each 
group and the extent of professional experience with each group. Part II 
wa designed to determine the opinions of providers toward the poten-
tial and capacity of the developmentally disabled relative tci the general 
population. Part III elicited information about the patient/provider rela-
tionship in the provision of primary health care to the developmentally 
di abled. Components of the provider/patient relationship which served 
a the focu were cost factors, patient management , and effectiveness of 
primary care treatment. Provider opinions and knowledge of the health 
care system as it serve the developmentally disabled were solicited in 
Part IV. Demographic information, open-ended questions pertaining to 
problems in the health care system in Maine and recommended olu-
tion provided the focus for Part V. 
The sample of service consumers consi ted of 100 respondent 
available for telephone interview between March I and April 30, 1977. 
An initial phone call e tabli hed a telephone appointment time when the 
respondent would be able to spend 40-60 minutes with the interviewer. 
After a telephone prete t with twelve respondents, all of whom were 
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included in the final study, further interviewing was completed by a 
trained interviewer with a nursing degree. 
The consumer interview schedule of 74 questions consisted of six 
parts. Part I was designed to obtain information about the diagnosis of 
the developmentaU·y disabled person and his/her entry into the service 
delivery system . Part II addressed questions relative to primary health 
care service for the developmentally disabled family member, i.e., use , 
availability and satisfaction with services and problems in ecuring 
health care services. Part III focused on the utilization of health care 
services by the developmentally disabled family member , disability 
days chool- and work-loss days, and hospitalization. Access to health 
care services was the focus of Part IV. Part V generated information 
about the impact of the developmentally disabled on the family while 
Part VI gathered demographic data. Parts III and IV of the consumer 
interview schedule were replications of the health status study con-
ducted with the general population of the same four-county area (Wat-
kins, et al. , 1976). 
Follow-up telephone interviews were completed with 40 selected 
providers who had indicated such willingness on their completed ques-
tionnaire. The telephone interview was designed to elicit more depth 
and insight about health care services for the developmentally disabled 
and possible solutions to health care service delivery problems in the 
State of Maine. In addition, a total of 20 consumer respondents was 
identified as willing to participate in a home interview to further discuss 
the impact of the developmentally disabled per on on his family and its 
relation to health and ocial services. These interviews took place 
between May I and 30, 1977. 
Analysis. the provider interview schedule consisted of 337 vari-
ables while the consumer schedule consisted of 358 variables. All ques-
tionnaires were coded keypunched and verified and put on magnetic 
tape. The data were analyzed using SPSS (Statistical Package for the 
Social Sciences) . 
From the onset of the project , a set of analysis criteria was outlined 
and followed throughout the course of the project. 
I . Comparison of the developmentally disabled with the general 
public or patients in general. To what degree do the developmen-
tally disabled experience greater problems and to what degree do 
providers experience more problems with the developmentally 
disabled than with patients in general? 
2. Internal comparisons among specific diagnostic categories of 
developmental disabilities. To what degree do certain categories of 
the developmentally disabled experience greater difficulty in ob-
taining health care than others? Do providers perceive certain 
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categories as more problematic than others? What differences 
exist between the developmentally disabled and the physically 
disabled? 
3. Comparison of provider and consumer perceptions of health 
care ervices. On what issues or concerns do differences and 
imilarities exist? 
In addressing the objectives of (1) needs for additional health ser-
vices for the developmentally disabled, and (2) recommended methods 
of improving the health care system for the developmentally disabled , a 
Guttman scale of availability of health services was employed. Analysis 
of covariance was performed on the survey data in order to check 
biasing effects introduced by small sample sizes in some professional 
categories. 
Description of the Sample 
The sample of health care providers for this study consisted of 1,179 
respondents, repre enting fourteen professional groups. Table 1 shows 
the number and percentage of respondents by profession. Further de-
scription of the sample is contained in Table 2. 
TABLE I 
Number and Percentage of Respondents by Profe ion 
Profession Number Percent 
Audiologist 6 
Chiropractor 18 I 
Dental Hygienist 117 10 
Dentist 145 12 
Nur e , Licensed Practical 195 17 
Nurse, Registered 253 22 
Occupational Therapist 41 4 
Optometrist 50 4 
Physical Therapi t 58 5 
Physician , D.O . 29 2 
Physician , M.D. 161 14 
Podiatri t 6 
P ychologi t 64 6 
Speech Pathologi t 29 2 
Other 2 * 
Not Available** 5 
Total 1,179 100 
*Less than one percent of sample. 
** Respon e not available were excluded from the percentage calculation . 
The largest number of respondents was in the age range of 36-50 
years. The majority of respondents was female (59 percent) . The 
greate t percentage (25) had practiced their profession between 6 and I 0 
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TABLE 2 
Number and Perce ntage of Re pondent by Age. Sex, Time in Profe sional Practice, and 
Length of Time Practiced in Community 
Re pondents Number Percent 
~e 
18 to 25 years old 122 II 
26 to 30 year old 194 17 
31 to 35 year old 164 15 
36 to 50 year old 345 31 
51 to 65 year old 233 21 
Over 65 years old 53 5 
ot Available* ____§§_ 
Total 1, 179 100 
Sex 
Male 456 41 
Female 658 59 
Not Available* 65 
Total 1,179 100 
Time in Profes ional Practice 
Le than I year 32 3 
I to 2 year 66 5 
3 to 5 year 218 19 
6 to 10 year 297 25 
I I to 20 years 220 19 
21 to 25 year 113 10 
26 to 30 year 84 7 
Over 30 year 139 12 
ot Available* 10 
Total I, 179 100 
Time Practiced in Pre ent Communit:t 
Le than I year 70 6 
I to 5 years 438 39 
6 to 10 years 223 20 
II to 20 year 201 17 
2 1 to 35 year 158 14 
Over 35 year 43 4 
Not Available* 46 
Total I 179 100 
*Re pon e not available were excluded from the percentage calculation. 
year and the greatest percentage (39) had practiced in their present 
community for a rather short period of time, between one and 5 years. 
Of tho e respondents age 18-25, the largest percentage (40) was 
dental hygienists and 31 percent were licensed practical nurses. Regis-
tered nurses made up 23 percent of those age 26-30 as well a those 31-35 
and 36-50. Physician (M.D.) were 24 percent of those age 51-65 and 38 
percent of the re pondents over 65 year which represented 13 percent 
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of physician respondents. As might be expected, physicians and dentists 
accounted for 62 percent of the male respondents whereas R.N.'s, 
L.P.N .'s and dental hygienists were 78 percent of the female sample. 
The highest percentage of males in any one profession was dentists (97) 
followed by optometrists (96), M.D.'s (94), chiropractors (89). Female-
dominated professions were dental hygienists (99), nursing-R.N. (99), 
L.P.N. (97) , and occupational therapists (95). 
Of the three percent of respondents who had practiced less than one 
year, 37 percent were dental hygienists, 19 percent were dentists, 16 
percent were L.P.N. 's, 6 percent were R.N.'s, 3 percent chiropractors, 
3 percent M.D.'s and 3 percent physical therapists. The largest percen-
tage of those in practice 6-10 years was R.N.'s and L.P .N .' s. Thirty 
percent of those reporting to be in practice more than thirty years were 
M.D. 's or 21 percent of all M,D. 's. The greatest continuity in practice 
was seen in the M.D. group which made up 31 percent of those practic-
ing in their present community for more than 35 years. This represented 
8 percent of the M.D. respondents. 
Respondents were asked to indicate their practice setting. This 
information is presented in Table 3. 
TABLE 3 
Number and Percentage of Respondents According to Practice Setting 
Practice Setting Number Percent 
Private Group Practice 131 12 
- Comprehensive Health Care Center 55 5 
Private Solo Practice 364 34 
Hospital Based 325 30 
Chronic Care Facility 59 5 
Home Health Care/Public Health 47 4 
Other 103 10 
Not Available* 95 
Total 1, 179 100 
*Responses not available were excluded from percentage calculation. 
According to Table 3, the largest percentage of respondents (34) 
was in private solo practice , and the second most frequent setting was 
hospital-based practice. Nurses (R.N. and L.P.N .), more frequently 
than other professions, practiced in hospital based, chronic care, and 
home health facilities. Dental Hygienists (34%) and M.D.'s (29%) were 
the Largest percentage of providers in private group practice settings 
whereas denti ts (29%) and M.D.'s (24%) were the largest percentage in 
private solo practice. The largest percentage of professionals indicating 
practice in a comprehensive health care facility was psychologists 
(29%). 
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The respondents were asked to indicate in what town they prac-
ticed. This was later coded according to county and by state develop-
mental disabilities planning regions. Table 4 presents geographic data. 
TABLE 4 
Number and Percentage of Respondents by County and Developmental Disability 
Planning Region 
County and Region Number Percent 
Region I 
Aroostook 98 9 
Region II 
Hancock 27 3 
Penobscot 131 12 
Piscataquis 17 2 
Washington 23 2 
Total 198 19 
Region III 
Kennebec 144 13 
Somerset __]]_ 3 
Total 171 16 
Region IV 
Androscoggin Ill 10 
Franklin 17 2 
Oxford 38 4 
Total 166 16 
Region V 
Cumberland 254 24 
York 74 7 
Total 328 31 
Region VI 
Knox 36 3 
Lincoln 21 2 
Sagadahoc 32 3 
Waldo 13 I 
Total 102 9 
Not Available* 116 
Total 1, 179 100 
*Responses not available were excluded from percentage calculation. 
The largest percentage of professionals in Region I was nurses 
(R.N. and L.P.N .) totaling 60 percent. M.D.'s represented the largest 
group of respondents in Region V, at 18 percent , with dentists represent-
ing 17 percent of the respondents in that region, otherwise the regional 
distribution by profession was rather even. 
The sample of consumers for this study consisted of 100 respon-
dents living primarily in Geographic Planning Region II- Washington, 
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Ha11cock , Penobscot and Piscataquis counties. Table 5 presepts data on 
county and regio_n of residence . 
TABLE 5 
Consumer Population by County and Region 
County and Region 
Region I 
Aroostook 
Region II 
Hancock 
Penobscot 
Piscataquis 
Washington 
Region III 
Kennebec 
Region V 
York 
Region VI 
Lincoln 
Waldo 
Total 
Percent 
9 
14 
56 
7 
5 
3 
I 
4 
100 
Although eighteen percent of the consumer population resided 
outside of Region II, they were identified by service agencies in Region 
I. Table 6 presents further socio-economic data on the consumer popula-
tion. These data pertain to the household and to the respondent who was 
in most cases , the mother of a developmentally disabled person. 
TABLEt> 
Socio-Economic Characteristics of 100 Consumer Respondents 
Socio-Economic Variables Percent 
Marital Status 86 Married 
Widowed 5 
Divorced 6 
Separated 3 
Total 100 
Education 
17 8th grade or less 
24 9-11 years 38 Completed high school 16 1-3 years college 
5 Completed college 
100 Total 
Continued 
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Socio-Economic Variables 
Employment Statu 
Working full-time 
Working part-time 
Unemployed, laid-off 
Retired 
Housewife/Student 
Total 
Occupation* 
White Collar 
Blue Collar 
Service 
Housewife/Student 
TABLE 6 Continued 
Not applicable (retired, 
unemployed , not ascertained) 
Total 
Time in Maine 
10 years or les 
I 1-20 years 
21-30 years 
31-40 years 
41-50 years 
50 years or more 
Not Available 
Total 
Percent 
9 
19 
I 
I 
70 
100 
10 
2 
13 
70 
5 
100 
6 
3 
20 
26 
21 
24 
100 
*Three people said they were working but refused to give their occupation. 
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Table 7 pre. ents general descriptive information on consumer households . 
TABLE 7 
Percentage of 100 Households by Selected Demographic Variables 
Demographic Variables Percent 
Hou ehold Income 
Less than $3,000 2 
$3,000-$4,999 10 
$5,000-$6,999 18 
$7 ,000-$9,999 21 
$10,000-$14,999 33 
$15,000+ 10 
Not Available 6 
Total 100 
Type of Dwelling 
Single family 83 
Multiple family 2 
Apartment II 
Mobile home 2 
Not Available 2 
Total 100 
Continued 
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TABLE 7 Continued 
Demographic Variables 
Religion 
Protestant 
Catholic 
Other 
Total 
Number of Persons in Household 
2 per ons 
3 per ons 
4 persons 
5 per ons 
6-8 per ons 
Total 
Percent 
68 
24 
8 
100 
3 
22 
28 
29 
18 
100 
In addition to respondent and housenold data , descriptive informa-
tion was obtained on the developmentally disabled person and is pre-
sented in Table 8. 
TABLE 8 
Percentage of 100 Developmentally Disabled Persons by Selected Variables 
Selected Variables 
Sex 
Male 
Female 
Total 
Age 
Les than one year 
1-2 years 
3-5 year 
6-10 years 
11-20 years 
21-30 years 
31-40 years 
Total 
Current Residence 
Home 
Foster Home 
Institution 
Total 
Diagnosis 
Mental Retardation 
Cerebral Palsy 
Epilepsy 
Autism 
Other* 
Total 
Percent 
58 
42 
100 
2 
7 
21 
54 
14 
I 
100 
82 
2 
16 
100 
60 
22 
2 
4 
12 
100 
*Those developmentally disabled included under "other" were described to the inter-
viewer as slow learner (9) and dyslexic (3). 
II. GENERAL ATTITUDES OF HEALTH CARE 
PROVIDERS TOWARD SERVING THE 
DEVELOPMENTALLY DISABLED 
15 
Preference, Training and Experience With the Developmentally Disabled 
In a society which places a high value on achievement, economic 
productivity and social communication skills, to be perceived as lacking 
in the capacity to fulfill these expectations can result in a narrowing of 
opportunities for the individual to live his or her own life to its fullest 
capacity (Menolascino , 1974). This narrowing of opportunity may also 
impinge upon the access quality and availability of primary health care 
to the developmentally disabled and have great significance for the 
success of normalization. 
In order to assess the attitudes of health care providers toward 
serving the developmentally disabled, respondents were asked to do the 
following: (a) rank seven disability groups according to their preference 
for working with that group. To gain a degree of comparison disability 
groups beyond those considered developmental disabilities were in-
cluded; (b) indicate the amount of professional training beyond their 
formal medical education they had received for working with each 
group; and (c) indicate the amount of experience they had working with 
each group during their professional career. 
Provider preference. It is assumed that behavior is in part a man-
ifestation of attitudes , and thus , attitudes toward the developmentally 
disabled were an important component of the present study. The avail-
able literature focuses on particular disability categories and not the 
developmentally disabled as a group. This may be a reflection of the 
relative newness of the term "developmental disability" or perhaps the 
difficulties of researching attitudes toward a "legislative" grouping of 
disabilities with great variation in symptoms , prognoses and treatment 
strategies. Most literature focuses on the mentally retarded or, as seen in 
the work of Yuker , et al. , (1970) , the physically disabled. 
Ranked preferences for working with the seven disability groups 
are presented in Table 9. 
A cursory view of the findings showed that respondents preferred 
least to work with the autistic and multiply handicapped , followed by the 
mentally retarded cerebral palsied , and emotionally disturbed. The 
physically handicapped and epileptic were most preferred. 
Through one-way analysis of variance , significant differences at the 
.05level were found to exist between three clusters of disability groups. 
Providers as a group showed significant differences in their preferences 
for working with (I) the physically handicapped and epileptic; (2) the 
emotionally disturbed , cerebral palsied and mentally retarded , and (3) 
the multiply handicapped and autistic. 
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TABLE 9 
Provider Preference for Working With Disabled Persons 
Preference 
Di ability Low High 
Category I 2 3 4 5 6 7 Total x N 
(percent) 
Physically 
Handicapped 3 3 5 10 15 18 46 100 5.2 1071 
EpiJeptic II 10 12 16 17 19 15 100 4.4 1072 
Emotionally 
Disturbed 16 19 13 13 10 12 17 100 4.2 1071 
Cerebral 
Palsied 12 16 18 17 17 14 6 100 4.2 1071 
Mentally 
Retarded 18 13 17 13 15 12 12 100 4.1 1172 
Multiply 
Handicapped 21 14 16 15 15 15 4 100 3.6 1071 
Auti tic 36 19 15 12 7 7 4 100 2 .3 1066 
Analysis of preference responses by profession employed 
Duncan's multiple range test as an aid in developing change strategies 
vis-a-vis professional groups. This test identified significantly different 
sub-groups of preference responses at the .05 level of significance. 
These data are presented in Table 10. 
The bar lines found under the variable lists indicate homogenous 
groups forming statistically significant subsets, e.g., in preference for 
mentally retarded , subset 1 which consists of twelve professions is a 
group that is significantly different statistically from subset 2 with 13 
professions. 
Looking within each disability group in Table 10, individual profes-
sional preferences can be compared. Psychologists differ statistically 
from all other professional groups in their preference for emotionally 
disturbed and physically handicapped. All professional groups share a 
similar preference for the autistic group. Looking at the epileptic group, 
some important patterns emerge with respect to what might be desig-
nated as " primary" and " ancillary" professional groups. Optometrists, 
M.D. ' s , dentists and chiropractors showed a clear preference for the 
epileptic while those ancillary professions , psychologists, speech 
pathologists, audiologists, occupational therapists and physical 
therapists clearly did not rank epileptic as a highly preferred group. In 
terms of preference then , primary medical providers would prefer to 
work with groups which are closer to the general population while 
ancillary personnel show greater preference for groups perceived as less 
like the general population. 
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Individual professions showed most and least preferred groups as 
presented in Table 11. 
Reference to Table 11 shows that the highest percentage of chiro-
practors (38%) ranked epileptic as most preferred and multiply handi-
capped (25%) as least preferred. As one might expect , the majority of 
physical and occupational therapists ranked the physically handicapped 
as most preferred. Although not a majority , the largest percentage of 
physicians (M.D. and D.O.) also ranked the physically handicapped as 
most preferred. Psychologi ts , as might be expected , overwhelmingly 
(86%) ranked emotionally disturbed as the most preferred group. 
Professional Training. A basic tenet of the literature on attitudinal 
change is that increa ed preparation to understand a disability and 
increased exposure to that disability result in more positive attitudes. 
Two studies, in particular (Olshansky and Sternfeld , 1962; Olshansky 
and Kettell , 1963), examined the views of pediatricians in training and of 
those who had been in practice for a number of years. It was found that 
pediatricians still in training held attitudes more supportive of home care 
for the retarded child or more supportive of the present trend toward 
deinstitutionalization. However , one major conclusion indicated that 
medical schools offered little training in serving the mentally retarded or 
their families and lacked a well developed perspective to guide their 
interactions with parents of retarded children. Although current levels 
of professional training for working with the developmentally disabled 
are difficult to ascertain , new developments are encouraging. Most 
notably is the development of University Affiliated Facilities (U AF) 
under PL94-103 designed in part to provide interdisciplinary training 
programs for personnel providing services to the developmentally dis-
abled. 
The present study asked respondents to indicate the amount of 
professional training they had received beyond formal medical educa-
tion for working with each disability group. This information was used to 
ascertain (a) what relationships exist between preference and training , 
(btwhat differences exist among professions in amount of training , and 
(c) what differences exi tin amount of professional training for working 
with various disability group . Such information would provide data on 
the current level of understanding and knowledge about developmental 
disabilities in the delivery of primary health care. Such data would also 
provide insight into the degree of receptivity of the primary health care 
system to further normalization and finally provide some basis for 
designing priority change strategies. 
The data presented in Table 12 show the amount of professional 
training for working with disabled persons. 
It can be concluded from these data the the majority of respondent 
had no formal training beyond what might generally be included in their 
TABLE 10 
Significant Differ~ntial Preference Response to Disability Groups by Profession 
Disability Group 
Physically Handicapped Subset 1 
Subset 2 
Epileptic Subset 1 
Subset 2 
Subset 3 
-
"' 'Oil 
0 
0 
~ 
:::1 
< 
Profession 
Most preferred 
---------------------------------------------------·····----
Least preferred 
........................................................... ··--------
Most preferred 
·--------- .............. ·--- ... . ..... ·--- .............. . 
Moderately preferred 
......... ··--------- .... ·---- .... ·-- ......... ·---- .... . 
Least preferred 
---- .............. ··-------
-00 
Most preferred 
Emotionally Disturbed Subset I ··················~ ·························· ··· ·············--····· 
Least preferred 
Subset 2 
---------------------------------------------------·····--
Most preferred 
Cerebral Palsied Subset I 
---------------------------------------------------·····--
Least preferred 
Subset 2 
--------------------- .... ·-- .... ·-- .... ·-----
Most preferred 
Mentally Retarded Subset I 
-- .... ·---------------------
Least preferred 
Subset 2 
Most preferred 
Multiply Handicapped Subset 1 
Least Preferred 
Subset 2 
No differentiation 
Autistic Subset 1 
Subset solid lines (---..C.__) indicate professions with similar preferences. Subset dotted lines ( ..... ) function as interpretation 
guides linking professional categories (solid lines) with similar preference level. 
N 
0 
TABLE 11 
Percentage Distribution of Preference for Disability Groups by Profession 
Disabilit~ GroUQ 
Physically Emotion- Multiply 
Handi- ally Dis- Cerebral Mentally Handi- r-
Profe sion capped Epileptic turbed Palsied Retarded capped Autistic en > 
trl 
X 
"'0 
Most Least Most Least Most Least Most Least Most Least Most Least Most Least m C! 
Audiologist 100 17 17 50 17 a:: m 
z 
Chiropractor 32 38 18 13 12 25 12 19 13 25 19 12 .-l 
en Dental Hygienist 40 1 26 9 7 19 7 10 20 12 1 28 5 33 -l 
Dentist 52 2 25 6 2 28 3 15 14 13 2 20 2 33 ~ 0 
L.P.N. 44 4 9 17 19 14 7 13 16 28 5 17 6 27 z 
30 
tD 
R.N. 50 5 II 10 21 15 4 12 9 22 4 23 4 c:: r 
Occupational Therapist 56 25 20 13 11 5 8 18 5 5 41 r j 
Optometrist 60 20 2 4 18 7 4 24 7 20 4 22 z 
Phy ical Therapist 83 16 17 12 7 10 7 5 47 -...] 
""" l..> Phy ician , D.O. 47 14 9 18 18 31 5 14 19 33 9 24 5 54 
Physician, M.D. 39 4 30 4 14 15 7 10 8 17 2 18 64 
Podiatrist 75 20 60 20 20 20 60 
Psychologist 6 11 2 11 86 3 19 8 6 3 35 2 22 
Speech Pathologist 14 4 39 14 14 11 3 25 7 18 21 14 11 
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formal medical education for working with any of the designated disabil-
ity groups. Twenty-one percent of the respondents indicated having 
some formal training, i.e., continuing education , workshops, in-service 
training, in preparation for working with the phy ically handicapped . 
On-the-job training, i.e. , internship or day-to-day job experience, was 
highest at 17 percent for both mentally retarded and epileptic. However, 
there was little differentiation across all groups except the category of 
autism . On the whole, respondent indicated having had the most train-
ing for working with the physically handicapped and the lea t training 
for working with auti tic persons. 
TABLE 12 
Provider Training Beyond Formal Medical Education for Working With Di a bled Persons 
Amount of Training 
No Some 
Di ability Formal On Job Formal Degree or 
Category Training Training Training Certificate Total N 
(percent) 
Physically 
Handica pped 57 16 21 6 100 1105 
Emotionally 
Di turbed 61 16 16 7 100 IJ08 
Mentally 
Retarded 62 17 16 5 100 1109 
Cerebral 
Pal ied 69 12 15 4 100 1100 
Epileptic 65 17 15 3 100 1105 
Multiply 
Handicapped 66 14 16 4 100 1098 
Autistic 81 8 8 3 100 1099 
Duncan 's multiple range test was employed as an aid in analyzing 
the differences among professions in amount of training for working 
with the various disability groups. This test identified significantly dif-
ferent profe ional subgroups of training responses at the .05 level of 
significance. These data are presented in Table I 3. 
An examination of Table 13 shows rather clearly there are few 
profe sional groups with extensive training for working with any of the 
di ability groups. As with professional preference , those professions 
which might be called ancillary and are more "disability focused" have 
significantly more training to work with most disability groups. For 
example, psychologists speech pathologi ts, audiologists and occupa-
tional therapi ts differed significantly from other professional groups in 
amount of training for working with the mentally retarded . Training for 
TABLE 13 
Significant Differential Training Response to Disability Groups by Profession 
Profession 
Cil 
.~ 
u , 
1-. CIS Cil 
..... 
..... 
0 ~ <I) ..... c <I) 
'Oil ..... <I) u 
-
'"0 
.g ~ '5 c"' c"' ..... <I) 'Oil ~ <I) '"0 Cl) Cil .;i <I) 0 'Oil 0 
- '2 ..... Cl) 1-. CIS ·a Cl) CIS CIS 'E 0 ..c 0 0 c.. ~ <I) ~ Cl) e u c.. :g Ti 0 CIS Cl) <I) c ..... §'CIS 
·- CIS CIS .c ~0 ~ 1-. c·~ ·p <I) Cl) . ~ ·~ u t 0 <I) 1-. ~0 ·~o ~ u c 1-. ..... >,CI) >. &~ Disability Group :I :.2 8::t: Cl) :I .~ :I Cl) u.c c.. f~ fci f~ ~ <I) < u 0 Z.....l z~ Of- 0 ~ rn~ 
Most training 
Physically Handicapped Sub~et I 
Least training 
Subset 2 
------------ ... . ·-- .... ·----------
Most training 
Epileptic Subset 1 
-------· ............. ·--· .... .... ·--· ............. . 
Moderate training 
Subset 2 
--· ... ·---------- ... . ·--· ... ·--· ........ ·--· ... . 
Least training 
Subset 3 
--· ............. ··-------
N 
N 
Most training 
Emotionally Disturbed Subset I 
Moderate training 
Subset 2 
Least training 
Subset 3 
-----------· ... ·--
Most training 
Cerebral Palsied Subset 1 
Moderate training 
Subset 2 
Least training 
Subset 3 
-----------· ... ·--· ... ·---------
Most training 
Mentally Retarded Subset 1 
--·························--·························----
Least training 
Subset 2 
-----------· ........ ' 
Most training 
Multiply Handicapped Subset 1 
--·· ·· ···········-------
Least training 
Subset 2 
-------------· ... ·--· ... ·---------
Most training 
Autistic Subset 1 
· ······ · ·· · · · · · ···············--·························----
Least training 
Subset 2 
---------------------------· ........ . 
Subset solid lines ( __ ) indicate professions with similar types of training. Subset dotted lines ( ..... ) function as 
interpretation guides linking professional categories (solid lines) with similar training levels. 
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working with the epileptic, as similar to preference, howed no strong 
patterns. However M.D.'s and D.O.'s , chiropractors , optometrists and 
dentists were significantly different from other professions, more ancil-
lary in nature. At this point a pattern is emerging between professional 
preference and training, with rather clear differences among the various 
profe sional group . Responses from individual professions showed 
orne formal training or no formal training as presented in Table 14. 
Although only a mall percentage of most professional groups indi-
cated having " some" training , those who did showed a rather even 
dispersion aero s disabili ty groups , autism being the exception. Once 
again, the highest percentage indicating " some" training were " ancil-
lary " professionals in most instances. 
Prof essional Experience . Greenbaum and Wang (1965) , using the 
semantic differential to assess and compare attitudes toward the men-
tally retarded and the mentally ill found that the retarded were per-
ceived less favorably than the mentally iU. Furthermore , those respon-
dents having the most intensive experience with the mentally retarded 
tended to regard them most favorably , which seems to provide 
confirmation of the influence of experience on attitudes. Harth ( 1971) 
and Yuker et al. , ( 1970) , conclude from their tudies that mere expo ure 
to retarded or disabled per ons is not sufficient to change attitudes in a 
more po itive way. Nevertheless , the results reported by Harth, (1971) , 
Appell et al., (1963) , and Warren and Turner , (1966) indicated that 
increa ed expo ure to the developmentally disabled may result in a 
heightened awareness of the " normality" of this population. 
The present study asked respondents to indicate extent of experi-
ence in working with the seven disability groups in order to determine 
(a) differences in experience level for working with seven disability 
groups , (b) difference in experience among professions , and (c) the 
relation hip between amount of experience and training and preference. 
Table I 5 provide data in re pon e to the first concern , extent of experi-
ence and differences of experience among di ability groups. 
The ratings in Table 15 of little or none to extensive were calculated 
according to the following criteria: little or none Jess than 25 encoun-
ter ; orne , 25-74 encounters; moderate , 75-249 encounters; great deal , 
250-500 encounters ; and extensive , more than 500 encounters. Respon-
dent indicated having the most exten ive experience with the physi-
cally handicapped and emotionally disturbed and the least experience 
with auti tic individuals . 
Duncan 's multiple range te twas used to address the second con-
cern differences in experience among professions. Significantly differ-
ent ubgroups of experience reponses at the .05 level are presented in 
Table 16. 
TABLE14 
Percentage Distribution of Training for Disability Groups by Profession* 
Disability GrouQ 
Physically Emotion- Multiply 
Handi- ally Dis- Cerebral Mentally Handi-
Profession capped Epileptic turbed Palsied Retarded capped Autistic l' 
en 
(percent) > [Tl 
Some None Some None Some None Some None Some None Some None Some None >< 
"C 
Audiologist 20 100 100 80 40 20 40 60 100 tT1 :0 
Chiropractor 25 56 29 59 35 53 25 75 25 63 13 81 12 76 ~ 
Dental Hygienist 10 72 10 73 9 75 9 80 13 66 8 82 3 91 z -j 
Dentist 8 77 6 80 8 78 5 85 7 78 3 85 4 90 en -j 
85 
)> 
L.P.N. 18 55 18 58 16 60 8 75 12 66 12 69 4 -j 0 
R.N. 26 56 16 64 18 64 12 75 15 68 16 67 8 84 z 
Occupational Therapist 48 50 18 49 39 10 48 20 33 26 50 15 15 56 co c 
r 
Optometrist 17 69 15 77 10 77 13 79 18 70 6 81 4 88 r CT1 
Physical Therapist 45 8 9 75 14 65 42 18 22 45 40 18 2 89 -j z 
Physician , D.O. 14 62 14 54 32 45 20 75 24 62 15 65 10 80 -...1 .,.. 
Physician, M.D. 20 61 22 56 17 66 15 69 13 73 15 67 7 85 
\;J 
Podiatrist 20 80 80 100 80 80 20 80 100 
Psychologist 13 64 15 57 19 5 10 74 29 19 18 56 31 31 
Speech Pathologist 48 24 4 71 35 15 52 4 44 8 50 17 20 36 
*With so few professionals indicating a formal degree or certificate for any of the disability groups, the category of "some ' N 
was judged to be more useful in a descriptive analysis. Vl 
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TABLE 15 
Provider Experience in Working With Disabled Persons 
Amount of Ex~rience 
Little/ Moder- Great Ex ten-
Disability None Some ate Deal sive 
Category (I) (2) (3) (4) (5) Total X N 
(percent) 
Physically 
Handicapped 34 24 19 10 13 100 4.6 1129 
EmotionaUy 
Disturbed 41 23 15 8 13 100 4.2 1128 
Mentally 
Retarded 40 27 17 7 9 100 4.0 1137 
Epileptic 47 25 17 7 4 100 4.0 1129 
Multiply 
Handicapped 54 20 14 5 7 100 3.8 1126 
Cerebral 
Palsied 60 2J 10 4 5 100 3.6 1130 
Autistic 79 13 5 2 100 3.5 1120 
An examination of Table 16 shows no significant differences among 
profe sions in amount of experience in working with the epileptic and 
autistic. As found in the analysis of preference and training responses, 
' ancillary" professionals differed from "primary" professionals in re-
porting more experience with the mentally retarded. Psychologists 
alone formed one subgroup of experience with the emotionally dis-
turbed. 
Professional groups rated their experience with the disability 
groups as shown in Table 17. ! 
A greater percentage of physical therapists, psychologists, speech 
pathologists , audiologists and occupational therapists reported exten-
sive experience with the mentally retarded compared with other profes-
sions. Very few professionals reported extensive experience with autis-
tic individuals. Experience with the epileptic was relatively low among 
all professions. Speech pathologists reported the most extensive experi-
ence followed by occupational therapists (8%) and M.D.'s (6%). 
A more general question asked respondents to indicate their feel-
ings about their professional experience working with the developmen-
tally disabled. Results for the 1,153 responding to this question showed 
the following: 
Felt About Experience 
Definitely disliked it 
Did not like it very much 
Like it somewhat 
Definitely enjoyed it 
Not sure 
Percent 
3 
17 
42 
24 
13 
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Although differences by profession were not significant on this 
variable, the results raise some interesting questions. Table 18 presents 
these data. 
A higher percentage of dentists, physicians (M.D. and D.O.) felt 
less positive about their experiences with the developmentally disabled 
than did other professions. Those professions with the highest percen-
tage of positive responses were audiologists psychologists, physical 
therapists and chiropractors. 
In an attempt to gain more specific information about the extent of 
experience with the developmentally disabled as compared with other 
disability groups, respondents were asked to indicate the number of 
patients seen for each 100 during the past 12 months by disability 
category. Table 19 presents these data. 
As seen in Table 19, a higher percentage of respondents indicated 
seeing more physically handicapped, vision and hearing impaired and 
emotionally disturbed, than developmentally disabled. 
With the concept of normalization being fairly new in its application 
and the increasing move toward deinstitutionalization of disabled per-
sons, respondents were asked to indicate when their contacts with the 
developmentally disabled occurred. Table 20 presents these data. 
Table 20 shows that for the respondents as a group a higher percent-
age of developmentally disabled was seen within the past five years as 
compared with six years ago or more. In controlling for length of time in 
practice this relationship still holds in that respondents in practice for 
longer periods of time were seeing more developmentally disabled per-
sons in the past five years than previously. This tends to indicate that 
more developmentally disabled persons are being seen in community 
based health services and in turn may reflect implementation of the 
principles of normalization. 
Observations: From the previously cited data one can conclude that 
providers as a group indicate a definite preference for working with the 
physically handicapped and the epileptic as opposed to the emotionally 
disturbed , cerebral palsied , and mentally retarded and the least pre-
ferred groups- multiply handicapped and autistic. These findings are 
supported by the literature , most notably Warren and Turner, 1966; 
Appell, Williams , and Fishell, 1963; and Greenbaum and Wang, 1965. In 
questioning what factors may, in part, account for these preferences, 
training and experience were examined. There appeared to be little 
professional training beyond the formal medical education for working 
with any of the disability groups. Yet there was a strong relationship 
between training and preference for the physically handicapped, cere-
bral palsied , multiply handicapped and autistic. Likewise , experience, 
which the majority of respondents ranked as little/none or some for all 
TABLE 16 
Significant Differential Experience Response to Disability Groups by Profession 
Disability Group 
Physically Handicapped Subset I 
Subset 2 
Emotionally Disturbed Subset l 
Subset 2 
Subset 3 
... 
0 
u 
i:! 
0. 
0 
... 
:c 
u 
Most experience 
Least experience 
Most experience 
Profes 1on 
"' .E 
~ 
E 
0 
c. 
0 
Moderate experience 
..... . ............ . ·-------------------
-----··········--
Least experience 
---------------------- .... ·--
N 
00 
Most experience 
Mentally Retarded Subset 1 --· ...... . ................ ·--· ... ·--· ............. ··----
Moderate experience 
Subset 2 .... . ........... ______ _ 
----------- ......... . 
Least experience 
Subset 3 ·----------- .... ·-- .... ··------- ......... . 
No differentiation 
Epileptic Subset 1 
Most experience 
Multiply Handicapped Subset 1 
--· .... . ........ ··----------------------
Least experience 
Subset 2 
·-----------· ... ·--· ... ··---------
Most experience 
Cerebral Palsied Subset 1 
Moderate experience 
Subset 2 
··········· ····--· ·····----
Least experience 
Subset 3 
·-----------· ... ·--· ... ··---------
No differentiation 
Autistic Subset I 
Subset solid lines ( __ )indicate profe sions with similar experience. Subset dotted lines ( ..... ) function as interpretation 
guides linking professional categories (solid lines) with similar experience levels. 
w 
0 
TABLE 17 
Percentage Distribution of Experience for Disability Groups by Profession 
Disabilit~ Grou~ 
Physically Emotion- Multiply 
Handi- ally Dis- Mentally Handi- Cerebral l' 
Profession capped turbed Retarded Epileptic capped Palsied Autistic 
en 
> 
tTl 
(percent) X , 
Ext. None Ext. None Ext. None Ext. None Ext. None Ext. None Ext. None CT1 
" 
Audiologist 60 20 60 40 80 40 20 20 60 :i CT1 
Chiropractor 6 66 6 66 83 72 88 78 88 
z 
-i 
Dental Hygienist 52 1 62 49 62 1 79 81 91 en -i )o 
Dentist 6 47 5 56 6 43 2 56 1 68 1 67 79 -i 0 
L.P.N. 4 35 7 40 5 47 4 45 3 58 1 69 77 z 
31 12 38 6 43 5 41 7 55 2 64 83 
tx:) 
R.N. 13 c: r 
Occupational Therapist 37 5 36 18 23 24 8 37 35 15 27 32 5 63 r CT1 
Optometrist 15 35 2 36 4 42 2 52 2 51 64 72 ::! z 
Physical Therapist 61 5 5 47 17 29 2 52 32 10 21 17 84 -...1 
"'" 
...., 
Physician, D.O. 9 32 13 35 9 48 43 5 59 4 55 77 
Physician, M.D. 15 29 19 35 9 37 6 27 3 49 6 48 85 
Podiatrist 17 33 66 50 83 33 83 100 
Psychologist 11 38 67 1 25 14 5 53 5 47 3 67 3 51 
Speech Pathologist 17 17 17 28 48 4 lO 23 28 24 21 14 10 48 
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TABLE 18 
Feelings About Professional Experience With the Developmentally Disabled 
by Profession 
Felt About Experience 
Defin- Did Not Liked De fin-
itely Like Very Some- itely Not 
Profession Disliked Much what Enjoyed Sure Total 
(percent) 
Audiologist 17 83 100 
Chiropractor 53 41 6 100 
Dental Hygieni t 17 51 20 12 100 
Dentist 3 29 45 7 16 100 
Nurse , Licensed Practical 5 16 41 21 17 100 
Nurse , Registered 5 13 44 23 15 100 
Occupational Therapist 2 2 29 64 3 100 
Optometrist 14 56 14 16 100 
Physical Therapist 4 12 33 42 9 100 
Physician , D.O . 7 21 41 21 10 100 
Physician, M.D. 5 30 41 14 10 100 
Podiatrist 50 33 17 100 
Psychologist 2 9 34 44 11 100 
Speech Pathologist 31 62 7 100 
TABLE 19 
Patients Seen in Past Twelve Months by Disability Category 
Number of Patients 
Disability 3 or 51 or 
Category None Less 4-10 11-25 26-50 more Total N 
(percent) 
Physically Handicapped 15 40 23 9 6 7 100 1102 
Emotionally Disturbed 20 34 20 II 6 8 100 1090 
Mentally Retarded 20 40 24 9 3 4 100 1129 
Epileptic 26 41 22 8 2 I 100 1112 
Multiply Handicapped 34 40 II 7 3 4 100 1079 
Cerebral Palsied 49 39 9 2 100 1109 
Autistic 72 21 4 I 100 1092 
Hearing Impaired 17 34 25 13 7 5 100 1095 
Vi ion Impaired 21 32 21 13 7 7 100 1095 
*Less than one percent of the ample. 
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TABLE 20 
Patient Contacts With Developmentally Disabled Over Time 
Percent of Contacts 
Time Period None 1-25 26-50 51-75 76-100 Total N 
(percent) 
Within pa t 12 months 20 62 8 3 7 100 1033 
Within previou 
13 month to 5 years 14 47 19 JO 9 100 1016 
6-10 years ago 33 42 12 7 6 100 905 
11 or more years ago 47 34 8 5 6 100 763 
disability groups was strongly related to training and experience for the 
physically handicapped , emotionally disturbed , multiply handicapped 
and autistic. The following tabulation shows these relationships: 
Preference Training Experience 
Ranking Ranking Ranking 
Physica lly handicapped (ph) p.h. p.h. 
Epileptic (e) e .d . e.d . 
Emotionally di turbed (ed) m.r. m.r . 
Cerebral palsied (cp) c.p. e. 
Mentally retarded (mr) e. m.h. 
Multiply handicapped (mh) m.h. c .p. 
Autistic (a) a. a . 
When the above data were analyzed by examining the responses of 
the fourteen professions some rather interesting patterns emerged. A 
clustering of professional groups was seen on all three variables -
preference, training and experience. Those professions considered 
'ancillary " to actual medical practice, indicated higher preference, 
training and experience for working with most disability groups -
epileptic and autistic were the exceptions when compared with the 
" primary" medical professions. This finding may be evidence for the 
notion that greater contact with disabled persons leads to greater prefer-
ence. In other words , professional contact increases the probability that 
the di sabled person is seen as a person , rather than a series of 
stereotypes which are usually negative. The choice of one' s profession 
may indicate an already existing acceptance of the disabled and there-
fore predetermine the training and experience one receives. However , 
the cause and effect relationship is not to be decided by this research 
effort . Furthermore, low preference training and experience with a 
particular group does not nece sarily imply that its members receive an 
inferior quality of health care as compared with the general public even 
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though the literature suggests that per on with minority group tatus 
are less able to compete and therefore receive le s than their share of 
sc.arce goods and services. 
The type of training in developmental di abilities that a health care 
provider needs in order to enhance the delivery of primary health care 
service i an open question. Certainly a knowledge of the disability, 
e pecially for tho e engaged in the referral process, is desirable in the 
patient/provider relationship. Yet intensive clinical knowledge of the 
di ability itself eems unwarranted from a functional as well as a cost 
effective point of view. 
Profe sions as a group do report increased professional contact 
with the developmentally disabled in the past five year . This perhaps 
confirm the process of normaLization occurring in Maine communi tie . 
Potential and Capacities of the Developmentally Disabled 
Attitude toward the developmentally disabled were thought to be 
important a possible barrier to the delivery of health service . Al-
though the relation hip between attitudes and behavior is problematic , 
an important component in the overall image of the developmentally 
di abled is provider perception of the potential and capacity of this 
group. In order to obtain information on these perceptions , providers 
were asked to indicate how appropriately a series of ten statements 
de cribed the developmentally di abled. The statements were designed 
to mea ure the degree of differentiation from ' normal" in that the 
tronger the agreement with the statement, the less like the general 
population. Table 21 presents the e data. 
Re pondent were in strongest agreement that developmentally 
di abled people are more easily up et than the general population and 
that there hould be special schools or classe for the developmentally 
di abled. Those statement in which the developmentally disabled were 
een a most similar to the general population ( trongest disagreement) 
were: It would be be t for developmentally disabled persons to live and 
work in special communitie ·parents of developmentally disabled chil-
dren should be le s strict and developmentally disabled person cannot 
have a normal ociallife . 
The responses to the ten statements of potential and capacity were 
analyzed by individual profession. These data are presented in Tables 22 
and 22A. Table 22 contains those profe ions thought to be " primary ' 
while Table 22A contain data on the more "ancillary" profes ions. 
Examination of the data in Table 22 and 22A reveals several 
patterns of respon e. Ancillary profes ions (Table 22A) show a ten-
dency to be below the average for the 14 professions in agreement with 
the tatement that the developmentally disabled are more easily upset 
i.e. , they are more inclined to see the developmentally disabled more 
TABLE 21 
Percentage Distribution of Attitudes of Primary Health Care Providers Toward the Capacities and Potential of the Develop-
mentally Disabled 
Level of Agreement 
Agree Agree Disagree Disagree 
Strongly Somewhat Somewhat Strongly Not** ' 
. 
Statement of Capacity and Potential (I) (2) (3) (4) Sure Total X* N 
(percent) 
Parents of developmentally disabled 
children should be less strict than other 
parents. 3 19 35 39 5 100 3.2 1164 
Developmentally disabled people are 
more easily upset than non-
developmentally disabled people. 22 45 18 9 7 100 2.3 1168 
There should be special schools or 
classes for developmentally disabled 
children. 56 29 8 4 3 100 1.7 1156 
r 
C/) 
> 
Cl'1 
X 
"C 
!'T1 
~ 
:::: 
!'T1 
z 
-1 
C/) 
-1 
> 
-1 
0 
z 
o:l 
c 
r 
r 
!'T1 
-1 
:z 
-....) 
~ 
\,;.) 
It would be best for developmentally dis-
abled persons to live and work in special 
communities. 5 14 31 44 6 100 3.3 1166 
Developmentally disabled persons 
cannot have a normal social life. 3 19 34 39 5 100 3.2 1163 
Most developmentally disabled people r r/l 
feel that they are not as good as other ;:t> 
tTl 
people. 10 42 21 10 17 100 2.8 1171 X "0 
It is difficult for most developmentally m 
"' ~ disabled people to be productive m 
z 
members of their community . 11 38 25 24 3 100 2.7 1171 ...; 
r/l The developmentally disabled spend ...; > 
most of their time watching TV or just ...; 0 
sitting and doing nothing. 6 18 30 30 17 100 3.3 1161 z t:d 
Disruptive behavior is a primary c: r 
characteristic of the developmentally r m 
...; 
disabled. 3 22 28 35 12 100 3.3 1167 z 
Most developmentally disabled persons -.1 
""' w 
require a great deal of supervision. 12 38 34 10 6 100 2.6 1166 
*The greater the mean, the greater the similarity with the general population. 
**Not sure responses were suppressed in the calculation of mean scores. 
v.J 
Vl 
w 
0\ 
TABLE 22 
Percentage Distribution of Attitudes Toward the Capacities and Potential ofthe.Developmentally Disabled by Profession* 
Profession l' 
Chiro- Optom- C/J > 
praetor Dentist R.N. L.P.N. etrist M.D. D.O. Total til ~ 
trl 
c: 
11) 11) 11) 11) 3:: 11) 11) 11) 11) trl 
11) 11) 11) 11) 11) ~ ~ 11) z 11) .... 11) 5b 11) 5b 11) 5b 11) 5b 11) 11) 11) 5b -l l:l.O 01) ~ ro 11) ro ~ ro 11) ro 11) ro ~ ro ~ ro 11) ro C/J tl) 5b tl) tl) .... tl) .... tl) tl) tl) 5h tl) -l 0 a a 01) a 01) a 01) a 01) ...... a > Statement of Capacity and Potential < «( «( < < < «( 0 «( -l 0 
z 
Parents of developmentally disabled (percent) t:t:J c 
r 
children should be less strict than r trl 
other parents 33 61 26 66 18 80 24 75 20 67 33 58 38 62 12 74 :::! z 
Developmentally disabled people are -.J 
""' \.#.) 
more easily upset than non-develop-
mentally disabled people. 72 22 58 30 70 29 78 14 80 14 68 23 68 18 67 27 
There should be special schools or 
classes for developmentally disabled 
children. 100 88 7 84 14 91 9 86 12 88 7 86 11 85 12 
It would be best for developmentally 
disabled persons to live and work 
in special communities 28 72 20 69 17 78 21 76 26 65 25 64 31 62 19 75 
Developmentally disabled persons 
cannot have a normal social life. 28 72 27 63 24 74 24 71 28 67 26 66 21 75 22 73 
Most developmentally disabled people r 
feel that they are not as good CJ) > 
as other people 61 28 39 34 57 29 57 28 34 44 52 28 52 28 52 31 tn X 
It is difficult for most developmentally "0 1'1'1 
disabled people to be productive :a ~ 
members of their community 33 67 46 52 43 54 46 51 54 44 56 40 45 55 49 49 1'1'1 z 
-! 
The developmentally disabled spend CJ) 
-! 
most of their time watching TV ~ 
or just sitting and doing nothing. 17 72 14 57 28 59 30 55 11 72 23 59 28 48 24 60 0 z 
Disruptive behavior is a primary tx;j 
c:: 
characteristic of the r" r" 
developmentally disabled . 33 61 21 66 36 54 38 47 24 60 18 71 24 66 25 63 1'1'1 -! 
Most developmentally disabled persons z 
-.J 
require a great deal of supervision. 72 28 54 40 55 40 58 40 59 37 50 44 39 57 50 44 ~ .... 
*Responses were: agree strongly, agree somewhat, disagree somewhat, disagree strongly and not sure. Agree strongly and 
agree somewhat were combined and called agree; disagree somewhat and disagree strongly were combined and called 
disagree; not sure can be obtained by adding agree and disagree together and then subtracting from 100 percent. 
\,;.) 
-....1 
\,;.) 
TABLE 22A 00 
Percentage Distribution of Attitudes Toward the Capacities and Potential of the Developmentally Disabled by Profession* 
Profession 
Occupa-
Dental tional Physical Speech r 
Audiol- Hygien- Thera- Thera- Podia- Psychol- Pathol- C/) > 
ogist ist pist pist trist ogist ogist Total CTl 
X 
"C 
rT1 
~ 
~ 
rn 
z 
-; 
~ ~ ~ ~ ~ ~ ~ ~ C/) 
-; ~ ~ ~ ~ ~ ~ ~ ~ ;I> ~ so .... So .... ~ .... cu So -; cu ~ eo ~ ~ cu eo eo ~ 1.';1 ~ 1.';1 ~ 1.';1 ~ 1.';1 ~ 1.';1 ~ 1.';1 ~ 1.';1 ~ 1.';1 0 so <ll <ll so <ll .... <ll so <ll .... <ll <ll so <ll z 0 eo 0 a eo 0 0 eo 0 0 0 Statement of Capacity and Potential <t: <t: <t: <t: <t: <t: <t: <t: t:D 
c 
r 
r 
Parents of developmentally disabled (percent) j 
z 
children should be less strict than -...1 
~ 
other parents. 100 20 75 5 92 10 88 33 50 16 79 4 96 12 74 w 
Developmentally disabled people are 
more easily upset than non-develop-
men~ally disabled people. 50 33 62 70 53 42 53 41 67 17 62 33 43 54 67 27 
There should be special schools or 
classes for developmentally disabled 
children. 100 88 11 75 20 77 21 67 17 73 20 - 61 32 85 12 
It would be best for developmentally 
disabled persons to live and work 
in special communities. 33 67 14 !B 8 90 14 78 83 10 84 100 19 75 
Developmentally disabled persons 
cannot have a normal social life. 100 11 83 13 87 18 81 33 67 20 80 11 82 22 73 
Most developmentally disabled people r:-
feel that they are not as good (/) > 
as other people. 17 67 40 39 72 20 59 26 33 50 81 12 46 43 52 31 tTl 
>< It is difficult for most developmentally , rTI 
disabled people to be productive C! 3:: 
members of their community. 50 50 36 60 68 32 59 41 17 67 67 33 52 48 49 49 rTI 'Z 
The developmentally disabled spend 
..., 
(/) 
..., 
most of their time watching TV or )> ..., 
just sitting and doing nothing. 67 12 67 28 59 37 51 33 50 22 68 25 64 24 60 0 
'Z 
Disruptive behavior is a primary ttl 
c: 
characteristic of the r r 
developmentally disabled . 17 83 14 66 18 77 19 74 83 11 84 18 79 25 63 . rTI ..., 
Most developmentally disabled persons z 
-...1 
require a great deal of supervision. 33 50 44 43 56 38 38 60 83 25 69 32 64 50 44 .1:>-..... 
*Responses were: agree strongly, agree somewhat , disagree somewhat, disagree strongly and not sure. Agree strongly and 
agree somewhat were combined and called agree; disagree somewhat and disagree strongly were combined and called 
disagree; not sure can be obtained by adding agree and disagree togeth.er and then subtracting from 100 percent. 
w 
\0 
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like the general population. With three exceptions, dental hygienist, 
audiologist, and registered nurse, the same relationship holds true for 
the statement that there should be special schools or classes for de-
velopmentally disabled children. 
Although there was substantial disagreement (75%) with the state-
ment that it would be best for developmentally disabled persons to live 
and work in special communities, ' primary" health care providers 
showed a greater tendency than "ancillary'' professionals to agree with 
the statement. This is seen in the "agree ' response of primary profes-
sions which is above the average "agree" response while ancillary 
professions. were generally below the average. A similar pattern was 
present for two other statements: parents of the developmentally dis-
abled children should be less strict than other parents and developmen-
tally disabled persons cannot have a normal social life. 
An examination of the attitudes toward the developmentally dis-
abled by geographic region showed no significant variation acros all 
statements. However analysis ofthe data by practice setting showed 
some differences worth noting. These data are presented in Table 23. 
In comparing practice settings, those respondents in home health 
care/public health settings more frequently disagreed with the statements 
presented, i.e., indicated that the developmentally disabled were more like 
the general population. On the other hand, respondents in chronic care 
facilities more frequently perceived the developmentally disabled as differ-
ent from the general population. 
One of the criteria used in the analysis was that specific diagnostic 
categories of the developmentally disabled be compared for normalization 
implications. Respondents were asked to indicate the appropriateness of 
each often statements for specific developmental disability categories. The 
category of mental retardation was further divided into mild mental retarda-
tion and severe mental retardation. Furthermore, respondents were asked 
to indicate which from among the disability groups was best described by 
each statement. With the exception of three statements a response of 
"agree" indicated that the category was perceived to be similar to the 
population. Those three statements are marked on Table 24 with an asterisk 
(*). Presented in Table 24 is the percentage distribution of attitudes across 
disability groups. 
Table 25 presents percentage data on groups best described by each 
statement. 
The mildly mentally retarded and the epileptic were perceived to be 
best described by most statements. The epileptic were seen as most dis-
criminated against by employers and yet most able (expected) to pay taxes. 
They were also seen as the group most able to .be employed and to be 
economically self-sufficient. The severely mentally retarded were, on the 
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one hand, perceived as being rejected by the public and, on the other hand , 
received the highest frequency of responses for being placed in an institu-
tional setting. None of the statements was seen as highly descriptive of 
the category of autism. An objective of the study was to determine differ-
ences in access and utilization of health care services by category of 
developmental disability. 
One aspect of access and utilization was provider attitudes toward 
the potential and capacities of specific developmental disability 
categories. These data are presented in Table 26. 
Analysis of Table 26 showed that the largest group of each profes-
sion perceived the mildly mentally retarded as be~t described by the 
statement "could benefit from a job-oriented educational program." 
Further consensus among professions was found for the following 
statements: Able to be employed and self-sufficient, can attend public 
school, should be expected to pay taxes, should be placed in an 
institutional setting , and the reaction of the public seems to be rejecting. 
Least consensus was seen in the statement ''are discriminated against 
by employers." Three statements were thought to best describe the 
epileptic and the mildly mentally retarded. However , the epileptic 
category was seen as best described in most instances by those three 
statements. 
Analysis of each statement with practice setting and geographic 
region showed little variation. 
Observations: Generally speaking, the perceptions of capacity and po-
tential expressed through the previously presented data appear suppor-
tive of normalization. Wherein a majority of respondents agreed 
strongly that there should be special schools or classes for the develop-
mentally disabled , this should not necessarily be interpreted as a rejec-
tion of normalization , but rather a recognition that some special needs 
do exist. As stated by Mesibov (1976) "Although there can be no 
question that retarded people can be treated more normally than in the 
past, at some point we must all come to grips with the fact that they are in 
fact different because they lack a most important asset for success in our 
complex , industrialized society." 
Although respondents expressed that some emotional differences 
were perceived in the developmentally disabled , e.g. , developmentally 
disabled feel they are not as good as other people, and are more easily 
upset , there may be a tacit acceptance of these differences and yet also 
an acceptance that such differences can be dealt with in the mainstream 
of our social institutions. 
A clustering of professions (ancillary and primary) on several 
statements suggested that the ancillary professions (who also indicated 
greatest training and experience) viewed the developmentally disabled 
~ 
N 
TABLE 23 
Percentage Distribution of Attitudes Toward the Capacities and Potential of the Developmentally Disabled by Practice 
Setting* 
Practice Setting r 
(/.) 
Com pre- Private > 
Private hensive Solo Hospi- Chronic Home CTl X 
Group Health Prac- tal Care Health 
~ 
CTl 
~ 
Practice Care tice Based Facility Care Other ~ CTl 
z 
-1 
(/.) 
-1 
>-
-1 
0 
II) II) II) II) II) II) ~ z II) ~ ~ II) ~ ~ ~ II) ~ II) o:! II) II) II) c ~ ~ ~ ~ ~ ~ ~ ~ ~ ~ ~ ~ ~ ~ r Vl Vl r Statement of Capacity and Potential a a a a a a a CTl < < < < < < < ::! 
z 
-....J 
(percent) ""' Parents of developmentally disabled w 
children should be less strict than 
other parents. 22 71 16 82 29 63 21 76 17 83 15 83 6 92 
Developmentally disabled people are more 
easily upset than non-developmentally 
disabled people. 66 25 51 46 64 26 70 24 81 15 53 47 58 37 
There should be special schools or classes 
for developmentally disabled children. 86 11 70 23 ff7 8 90 12 93 5 83 17 71 23 
It would be best for developmentally 
disabled persons to live and work in 
special communities. 12 79 22 75 25 66 16 78 21 78 6 94 11 86 
Developmentally disabled persons cannot 
have a normal social life. 16 78 7 93 26 66 22 75 33 65 19 81 19 77 r 
Most developmentally disabled people en > 
feel that they are not as tTl 
>< 
good as other people. 52 26 58 26 44 35 57 26 66 22 45 45 59 30 "C m 
It is difficult for most develop- ~ ~ 
mentally disabled people to be productive m z 
--i 
members of their community. 43 53 55 45 51 46 47 51 53 42 32 68 52 46 en 
--i 
The developmentally disabled spend most ;I> 
--i 
of their time watching TV or just 0 z 
sitting and doing nothing. 16 63 22 60 18 60 23 61 42 49 22 74 34 55 tl:l 
c 
Disruptive behavior is a primary r r 
characteristic of the m --i 
developmentally disabled. 19 62 18 69 20 65 33 55 40 51 17 80 22 71 z 
-..J 
Most developmentally disabled persons ~ w 
require a great deal of supervision. 44 49 37 56 51 41 53 43 59 40 51 47 47 49 
*Responses were: agree strongly , agree somewhat, disagree somewhat, disagree strongly and not sure. Agree strongly and agree 
somewhat were combined and called agree; disagree somewhat and disagree strongly were combined and called disagree; not sure 
can be obtained by adding agree and disagree together and then subtracting from 100%. ~ 
VJ 
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TABLE 24 
Percentage Distribution of Attitudes Toward the Capacities and Potential ofldentified Groups 
of Developmentally Disabled Persons 
Disability GroUQS 
Mildly Severely 
Mentally Mentally Cerebral 
Retarded Retarded Palsied Epileptic Autistic 
II) ~ ~ II) II) II) ~ II) ~ ~ ~ II) ~ II) ~· ~ , ~ gs "' ~ gs 0 Statement of Capacity and Potential "' 0 6 6 6 < 0 < < < < z 
Could benefit from job (percent) 
oriented educational program 90 10 9 91 60 40 70 39 21 79 2 
Could fill the typical 
volunteer job in the community 52 48 2 98 30 70 72 28 10 90 12 
Able to be employed and 
economically self-sufficient 64 36 ** 99 41 59 87 13 14 86 5 
Are discriminated against 
by employers* 53 47 44 56 60 40 59 41 38 62 12 
Can manage self-help skills 87 13 17 83 55 45 80 20 51 49 3 
Can drive a car or use 
public transportation 61 39 2 98 33 67 68 32 22 78 13 
Can attend public school 55 45 3 97 46 54 86 14 16 84 5 
Should be expected to pay taxes 36 64 5 95 24 76 56 44 14 86 32 
Should be placed in an 
institutional setting* 2 98 72 28 11 89 99 28 72 16 
Reaction of the public seems 
to be rejecting* 23 77 72 28 44 56 28 72 41 59 15 
*A response of " agree" indicated that the category was perceived to be dissimilar from the 
general population. 
**Less than one percent. 
persons as more like the normal population than did the primary profes-
sional groups. Looking at these findings from another perspective, some 
trends begin to emerge relative to the degree of potential impact of 
disruptive behavior on the provider. Those professions which may have 
more responsibility for patient management, i.e., R.N., L.P .N. , and 
occupational therapist , were more inclined to see the developmentally 
disabled person as a management problem or requiring a good deal of 
supervision. 
The relationship seen between practice setting and perceptions of 
capacity or potential may be a reflection of the type of developmental 
disability served and/or the procedures used in those settings. 
Epileptics and the mildly mentally retarded were seen as being most 
like the general population as related to ten statements of capacity and 
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TABLE 25 
Percentage Distribution of Identified Groups of Developmentally Disabled Persons Best 
Described by Attitudinal Statements 
Group Best De cribed 
Mildly Severely 
Mentally Mentally Cerebral 
Statement of Capacity and Potential Retarded Retarded Palsied Epileptic Auti tic 
(percent) 
Could benefit from job 
oriented educational program 56 2 9 28 
Could fiU the typical 
volunteer job in the community 25 ** 4 53 
Able to be employed and 
economically elf-sufficient 16 ** 4 72 
Are discriminated against by 
employer * 12 22 18 27 
Can manage elf-help kill 32 5 5 47 
Can drive a car or use 
public transportation 27 ** 7 43 
Can attend public chool 14 ** 6 69 
Should be expected to pay taxes 8 ** 2 43 
Should be placed in an 
institutional setting* ** 63 2 ** 
Reaction of the public eem to 
be rejecting* 2 53 10 5 
*A response of "best described" indicated that the category was perceived. 
** Less than one percent. 
** 
4 
4 
4 
10 
7 
potential. Citing the category of epilepsy one sees the discrepancy in 
preference (high) and training and experience (moderate). Yet , the 
epileptic, from among the developmentally disabled , is seen as most Like 
the general population. This lends support to the notion that preference 
is more closely related to appearance of " normality" rather than train-
ing or experience. 
Professional con ensus on six of the ten statements as to which 
disability group was best described may be related to the lack of real 
differences in provider training and experience for working with the 
developmentally disabled. Strongest con sen u was shown at the two 
ends of a continuum from · normal" to " abnormal" - epilepsy to 
severe mental retardation. There seemed to be gaps of knowledge about 
the capacities and potential of other disability groups. 
TABLE 26 
Percentage Distribution of Identified Groups of Developmentally Disabled Persons by 
Profession. 
Statement of Capacity and Potential 
and Group(s) Best Described 
Could benefit from job-oriented 
educational program 
Mildly Mentally Retarded 
Could fill the typical volunteer 
job in the community 
60 
a.. 
0 
~ 
Q. 
0 
.!:I 
~ 
u 
57 58 
i i ~ 
_j ~ 
54 50 61 
Profession 
~ ..... 
c: 
"' o._. 
'E ;:: "' ell ' - ~ 
o.Cl. E 
::I ~ 0 (.) ~ 0.. (.)~ 
Of:-. 0 
(percent) 
80 67 
0 0 
0 ~ 
..... c g 
"' ~ 
·a ell .~ :rJ :§ ell 
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f ¢: f f 
64 40 58 
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~ a:S 0 (.) &~ :>. ~ r.nt:l. 
83 60 52 
Epileptic 60 53 66 72 63 60 ...... ... 73 47 90 67 100 66 .. .. ..... 
Mildly Mentally R etarded 
Able to be employed and 
economically self-sufficient 
...... ... .... . ... .. ...... .. ....... ..... . ... ... .... .... 58 ·· ·· ·· ··· ········· · ···· · ··· ····· ·· ···· ········ ······ ·· 52 
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III. PROVISION OF PRIMARY HEALTH CARE 
SERVICES 
49 
Examination of the effects of the structure of the health care deliv-
ery system on utilization by different populations has focused on the 
characteristics of various care-giving agents or organizations and the 
extent to which they either facilitate use or impose impediments to use 
(Mechanic , 1976). Impediments such as the geographical location of 
services or the existence of services are likely to affect all populations 
equally. Others tend to discriminate against certain populations as when 
professionals or agencies impose either explicit or implicit eligibility 
requirements on access to service. Although these requirements may be 
a result of funding or program sources , Savino , et al. , ( 1973) indicate that 
providers can and do make rather arbitrary decisions to exclude certain 
diagnostic categories of clients, even though there may be considerable 
logic in treating these clients within existing programs. 
The creation of~eparate service delivery systems to provide for the 
needs of particular groups has been criticized by those favoring the 
normalization principle (Savino, et al. , 1973; Lensink , 1976). While 
acknowledging that a population such as the developmentally disabled 
have special needs which must be met , the effect of a separate service 
delivery system is to isolate these individuals from the mainstream of 
society and make it more difficult for them to be integrated into the 
community. In additi.on , it is a potential waste of resources and, in a 
highly rural area , can result in a lack of services (Horejsi, 1975). On the 
other band , a separate service delivery system for the developmentally 
disabled could resolve the problem of providing for a continuum of care 
for all patients. When services are dispersed throughout the community 
in accordance with the normalization principle , it becomes more 
difficult to make informed referrals to ensure the proper linkages and 
follow through. 
Availability of Primary Health Care Services 
-In the present study health care providers were asked to indicate if 
primary health care services for the developmentally disabled should be 
generic or categorical. Table 27 presents the responses to these items. 
The majority of respondents expressed the view that all services 
described as diagnosis and treatment should be generic in nature. Those 
services most frequently seen as needing to be categorical were habilita-
tion and rehabilitation therapy and health detection services. Health 
detection services , e.g. multiphasic and condition-specific screening, 
received . the largest percentage of not sure responses (18%). Further 
analysis of the data showed a consistent response across practice setting 
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TABl--E 27 
Percentage Distribution of Primary Health Care Services by Type of Delivery 
Type of Delivery 
Primary Health Care Not 
Service · Generic Categorical Sure 
(percent) 
Prevention and Detection 
Health Protection 75 13 13 
Health Detection 48 34 18 
Diagno is and Treatment 
Obstetric Services 71 15 15 
Surgical Service 74 13 13 
Emergency Services 79 II 10 
Dental Service 72 18 10 
General Services 
(incl uding pediatric) 74 15 10 
Chemotherapy 66 21 13 
Habilitation and Rehabilitation 
Therapy Services 37 50 13 
for each of the primary health care services. Respondents in geographic 
Planning Region II showed a slight. preference for generic service deliv-
ery over other respondents. However such differences were not 
significant. Respondents age 18-25 and those 26-30 showed a slight 
preference for generic services when compared with other age groups. 
In responding to the delivery of health detection services, where there 
appeared to be the least agreement, the majority of dental hygienists, 
optometrists , physical therapists podiatrists, psychologists, speech 
pathologists, audiologists, and occupational therapists , favored generic 
services whereas other respondents recorded a higher percentage of not 
sure responses. 
In order for individuals in need of services to be linked with approp-
riate service providers, the provider must not only make it known that 
such services exist, but those in positions to make referrals must also be 
aware of resources and be receptive to relaying the information to 
clients. In a study by Olshansky, Johnson and Sternfeld (1963) only 16 
percent of the physicians interviewed were able to provide any informa-
tion regarding a clinic which had been in operation for 3h years and had 
engaged in an extensive campaign to familiarize local physicians with its 
services . Roper Associates ( 1968) reported similar results in their re-
search relating to knowledge of rehabilitation services for the disabled. 
Over one-third of the 100 general practitioners and internists inter-
viewed nationwide were unaware of any publicly supported or low cost 
facilities for vocational rehabilitation services existing in their area, 
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even though 99 percent of the respondents had seen a handicapped 
person professionaUy during the past two years. A recent study by KeUy 
( 1975) also found that physicians were relatively unfamiliar with com-
munity services . 
The literature provides an indication of the problems inherent in 
creating a community-based service system for the developmentally 
disabled. Information about these services must be relayed to the 
families of the developmentally disabled. Lack of awareness of services 
is possibly a function of general social policy related to the treatment of 
the disabled population prior to the mid-1960's which stressed the provi-
sion of services in an institutional setting rather than at the community 
level. 
Respondents in the present study were asked to indicate the availa-
bility of primary health care services in their community and if such 
services were needed. Table 28 presents these data. 
TABLE 28 
Percentage Distribution of Primary Health Care Services in the Community by Availabil-
ity and Need 
Availability Need 
Primary Health Care Not Not 
Services Yes No Sure Yes No Sure 
(percent) 
Prevention and Detection 
Health Protection 69 8 25 44 28 28 
Health Detection 38 20 42 48 16 36 
Dia~osis and Treatment 
Obstetric Services 66 13 21 38 34 28 
Surgical Services 68 12 20 40 35 25 
Emergency Services 76 7 17 42 35 23 
Dental Services 69 14 17 46 32 22 
General Medical 
(including pediatric) 71 II 18 44 31 25 
Chemotherapy 61 15 24 42 28 30 
Habilitation and Rehabilitation 
Therapy Services 51 23 26 52 20 28 
The majority of respondents expressed the view that all primary 
health care services (with the exception of health detection) were avail-
able in their community. A large percentage ( 42%) was not sure about 
the availability of health detection services. More respondents (52%) 
expressed the need for therapy services in their community than any of 
the other services. Health detection (48%) and dental services (46%) 
were those next most needed services as expressed by respondents. 
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Differences by geographic planning region in perceived availability of 
services were not significant. A higher percentage of respondents prac-
ticing in home health care settings found fewer of the total primary 
health care services available than did those respondents in other set-
tings. The highest percentage of respondents perceiving a lack of avail-
ability of chemotherapy and therapy was in chronic care practice set-
tings. 
By profession, registered nurses more frequently perceived a grea-
ter number of primary health care services as unavailable in their com-
munity. The majority of physicians (M.D.'s) perceived all services as 
available in their community. The need for health detection services was 
seen by the majority of chiropractors (64%), optometrists (53%), physi-
cal therapists (71%), osteopathic physicians (57%), podiatrists (75%), 
psychologists (62%) speech pathologists (72%), audiologists (100%), 
and occupational therapists (699b). The majority of chiropractors (64%), 
psychologists (72%), speech pathologists (59%), audiologists 
(75o/Ot) and occupational therapists (62%) expressed the need for dental 
services in their communities. 
Problems in the Delivery of Primary Health Care Services 
Perceptions of service consumers are increasingly recognized as 
valid components in assessment of the adequacy of a service (Ostrom, 
1977). It was therefore considered important to have consumer percep-
tions of the availability and helpfulness of health services utilized in 
behalf of their developmentally disabled family member and further-
more to obtain comparisons between the perceptions of providers and 
consumers. These data on consumer perceptions are presented in Table 
29. 
Utilization of health care services was based on the previous twelve 
months. A high percentage of consumers reported not having used 
primary health services for the developmentally disabled family 
member during the 12 months preceding the survey. The highest percen-
tage of utilization was for dental services reported by 16 percent of the 
respondents. Those respondents where the family member was not 
living at home were asked about utilization, availability and satisfaction 
in the community of residence, i.e., where the family member was living 
at the time of the survey. 
A cursory glance at the data on availability shows that consumers 
more often than providers stated that a particular service was available 
in their community. The one ex~eption was therapy services wherein 
providers more often than consumers perceived the service as available. 
Service availability by no means assures the developmentally dis-
abled of receiving adequate and appropriate services; it is but one 
dimension of the prohlem of access. Providers were asked to indicate to 
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what degree potential barriers existed as the developmentally disabled 
secure primary health care services. Table 30 presents these data. 
TABLE 29 
Consumer Perceptions of Use, Availability and Satisfaction With Primary Health Care 
Services 
Use A vailabilit:r Satisfaction 
Very 
Primary Health Care Not Satis- Some- Hard- Not 
Services Yes No Yes No Sure tied what ly Sure 
(percent) 
Prevention and Detection 
Health Protection 12 88 72 2 26 53 26 4 17 
Health Detection 7 93 66 4 30 51 21 5 23 
DiaS!!osis and Treatment 
Obstetric Services 67 4 28 43 26 7 24 
Surgical Services 5 95 83 4 13 52 32 4 II 
Emergency Service 8 92 94 2 4 56 37 3 4 
Dental Services 16 84 85 2 13 54 32 5 9 
General medical 
(including pediatric) 12 88 94 4 2 61 34 2 3 
Habilitation and Rehabilitation 
Therapy Services 4 96 37 3 60 23 18 7 52 
TABLE 30 
Provider Perceptions of Problems Experienced by the Developmentally Disabled in Secur-
ing Primary Health Care Services 
Extent of Problem 
Somewhat Hardly a 
Serious Seriou Problem Not 
Barrier to Access Problem Problem At All Sure 
(percent) 
Lack of information for 
consumers about ervices 30 50 13 7 
Inability to pay 41 38 12 9 
Inadequate medical 
insurance coverage 39 33 9 18 
Travel time to ervices 22 42 24 12 
Waiting time to get 
an appointment 17 37 28 18 
Reluctance of families to 
seek available services 21 48 16 15 
Societal attitudes which 
discriminate again t the 
developmentally di abled 26 44 19 ll 
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According to the largest percentage of providers, cost factors were 
perceived as the most serious problems: inability to pay (41%), and lack 
of adequate medical insurance coverage (39%). Lack of information was 
perceived to be a serious problem by 30 percent of the respondents 
followed by societal attitudes which discriminate (26%) against the 
developmentally disabled. Inability to pay for services was seen as more 
of a problem by those professions thought of as ancillary to the medical 
profession, whereas M.D.'s, osteopaths, and dentists saw this as a 
lesser problem. A relatively similar response pattern emerged with the 
problem of inadequate medical insurance coverage. With respect to cost 
factors, there appeared to be little difference across geographic planning 
regions: a majority of respondents in chronic care facilities (53%) and 
home health care settings (58%) felt that inability to pay for services was 
a erious problem. 
Travel time to facilities is a frequently cited access problem. 
Twenty-seven percent of the respondents in Region I 26 percent in 
Region II, and 25 percent in Region VI perceived travel time to be a 
serious problem. Nineteen percent of the respondents in Region Ill, 20 
percent in Region IV and 18 percent in Region V thought travel time was 
a ignificant problem. Although there appears to be a differentiation 
between the more rural and urban regions with respect to travel time to 
services, these differences were not significant. 
Of those problems listed in Table 30, respondents were asked to 
indicate which was a greater problem for the developmentally disabled 
than for the general population. In rank order of response, the following 
results were obtained. 
Societal attitudes which discriminate 
Reluctance to eek medical ervices 
Inability to pay 
Lack of information 
Inadequate medical insurance 
Travel time to services 
Waiting time to get an appointment 
.Percent 
32 
28 
27 
26 
22 
15 
8 
As with providers consumers were asked to indicate to what de-
gree potential barriers existed in securing health services for the de-
velopmentally disabled family member. These data are presented in 
Table 31. 
As a group , consumer respondents stated that lack of information 
about available services was the most serious problem in securing health 
care services. Furthermore , 16 percent of those who felt it was not a 
problem for them at this point in time , felt it had been a problem in the 
pa t. Cost of health services and travel time to services were also 
perceived a problems by a sizeable percent of the consumer respon-
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dents. These data, when compared with perceptions of health care 
providers, show that consumers find access barriers to be a less serious 
problem. The exception is in lack of information available about ser-
vices. 
TABLE 31 
Consumer Perception of Problems Experienced by the DevelopmentalJy Disabled in 
Securing Primary Health Care Services 
Extent of Problem 
Somewhat Hardly a 
Serious Serious Problem Not 
Barrier to Access Problem Problem At All Sure 
(percent) 
Lack of information about 
available health services 35 24 37 5 
Cost of health service 18 24 55 3 
Health in urance doe not 
provide adequate coverage II 16 71 2 
Travel time to service 13 21 63 3 
Waiting time to get 
an appointment 6 17 73 4 
Trouble seeing doctor 
without an appointment 5 9 81 5 
Societal attitudes which dis-
criminate against the 
developmentally disabled 10 28 60 2 
Convenience of hours the 
3 II 81 5 
Of further interest was the consumer perception of potential prob-
lems as the health service is rendered. As reported by KelJy (1975) 68 
percent of the parents interviewed were satisfied vith the medical 
treatment and advice given by their doctor, yet only 43 percent were 
satisfied with the doctor's attitude toward their child. Many who were 
dissatisfied expressed a desire for more information concerning the care 
and treatment of their child whereas those who were satisfied often 
commented about the doctor's willingness to discuss the child's prob-
lems and progress. Anderson and Gardner ( 1973) report that in inter-
views with 23 mothers attending a diagnostic clinic with a retarded child , 
81 percent were satisfied with visits to professionals for health care 
needs while only 62 percent reported satisfaction with diagnostic visits. 
Table 32 presents data on consumer-perceived problems as health 
services are rendered. 
Consumer respondents most frequently found referral to other 
services as a serious problem followed by rude treatment by doctor or 
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TABLE 32 
Consumer Perceptions of Problem as Health Service i Rendered 
Extent of Problem 
Somewhat Hardly a 
Serious Serious Problem Not 
Type of Problem Problem Problem At AJI Sure 
(percent) 
Time waiting in office or 
clinic to ee doctor or nurse 9 12 74 5 
Rude treatment by doctor 
or taff 17 17 63 3 
Doctor doe not give 
enough information 14 24 59 3 
Difficult to understand the ex-
planation or information the 
doctor is giving 8 28 61 3 
Referring to other ervices 
if needed 18 26 52 4 
Providing adequate follow-up 16 20 62 2 
Attitude of other patient 
in the office 3 11 80 6 
staff. Least problematic was the attitude of other patients in the office. 
This finding (the need for referral) substantiates the results found in 
Table 31 pointing to problematic status of information and referral 
services. In the report by Kelly (1975) cited earLier, 81 percent of the 
doctor reported making substantial referrals to a particular agency 
wherea 3 percent of the parents aid they had received such a referral. 
In order for the developmentally disabled to receive improved 
health care, consumers reported the following needs: coordination of 
ervice ( 19%), and better follow-up ( 10%). Twenty-nine percent (the 
largest re ponse) of the consumer respondents were not sure what 
change would re ult in improved care. 
Meile ( 1974) states that "effective local care is dependent upon an 
integrated and coordinated system of health and welfare services." The 
present tudy, in attempting to respond to thi issue, asked providers 
and consumer to indicate who should coordinate services for the de-
velopmentally disabled. The results were as follows: 
Family doctor 
Social worker 
Public health nurse 
Family or guardian 
Regional office or state agency 
Don't know-Not sure 
Other 
Providers 
19 
33 
19 
9 
20 
20 
Percent 
Consumers 
30 
3 
26 
41 
I 
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M.D.'s (40%) and osteopaths (48%) felt that the family doctor 
should serve as the coordinator of services. The largest percentage of 
remaining profe ions viewed this as the role of the social worker. 
However, a large percentage of both providers and consumers was 
unsure as to who should perform this function. 
Observations: The question of generic or categorical health service for 
the developmentally disabled is more complex than may appear. It i a 
question of determining the proper mix of generic and categorical er-
vices. Providers indicated some feeling that those ervices related more 
to the disability should be categorical while ervices more general in 
nature should be generic. The data showed that those services viewed to 
be most appropriately categorical were least available and most needed 
in the provider's community. However, there was a substantial percen-
tage of not sure responses on these items. The lack of primary health 
care ervices as perceived by professionals practicing in home health 
care settings is to be noted , ince the e professionals frequently are in 
the role of a service broker as well as provider. 
Consumer appeared to be in agreement with providers that health 
detection and therapy services were least available. Lower levels of 
satisfaction with these services may be related to the lack of availability. 
It would appear that the data suggest a need to take a critical look at 
how information about services is obtained and how referrals to ervice 
are made. Consumers felt this to be the most problematic -entry to and 
movement within the system. Providers , although recognizing this to be 
a problem, were more concerned about co t related to reimbursement 
factors. In many re pects providers may feel the impact of cost more 
directly than consumer i.e., lack of supplies , equipment and person-
nel. Of course, this being the case, the ultimate impact will certainly be 
on the consumer. Nevertheless, for the consumer just finding the ap-
propriate service was most problematic . Another problem cited by 
consumers was the rude treatment by medical personnel. It is not 
known , however , if this is more or less of a problem for the developmen-
tally disabled than for the general population. In the often cited study by 
Koch, Graliker, Sands , and Parmelee (1959), parents of retarded chil-
dren were concerned not only with what they were told by pediatricians 
and general practitioners but equally important hou they were told. 
The Provider/Patient Relationship 
Strategies for change in any system must be based on a clear 
knowledge of the problems that exist. In their day-to-day professional 
contact with the developmentally disabled providers encounter prob-
lems or see potential barriers to providing quality service. For this 
study, the factors of greatest concern were grouped into three areas: ( 1) 
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cost to the provider of services, (2) patient management, and (3) effec-
tiveness of treatment. Each of these groups consisted of components 
which the provider was asked to rate as a high problem, moderate 
problem, low problem or not sure across eight disability groups, and as a 
comparison, patients in general. Cost components were as follows: 
-cost of providing service is greater than average 
- third party billing for services 
-require special or additional personnel 
- require special or additional equipment 
- physical accessibiLity of treatment facility 
Following are mean scores (range 1-5) for the five cost components 
across each of the disability groups and patients in general. 
Disability Group 
Severely Mentally Retarded 
Cerebral Palsied (nonambulatory) 
Autistic 
Cerebral Palsied (ambulatory) 
Mildly Mentally Retarded 
Hearing Impaired 
Vision Impaired 
Patients in General 
Epileptic 
Mean 
3.1 
3.1 
2.5 
2.5 
2.3 
2.3 
2.4 
2.4 
2. 1 
These findings show that in general, cost to provide service is the 
greatest problem when dealing with the severely mentally retarded and 
he nonambulatory cerebral palsied. The epileptic were perceived to be 
less costly to serve than the vision and hearing impaired and patients in 
general. 
The data presented in Table 33 are a ranking of the fifteen greatest 
cost problems related to the appropriate disability group. 
The three highest ranking disability groups are severely mentally 
retarded, nonambulatory cerebral palsied, and autistic. Providers per-
ceived as high cost problems the requirement for special or additional 
personnel and equipment. Physical accessibility of the treatment facility 
was also ranked as a high problem. Third party billing, although not 
among the top ten problems, was listed in relation to all three disability 
groups as being problematic. Patients in general were seen as much less 
problematic from a cost standpoint than the three disability groups in 
this particular ranking. 
Patient management components were as follows: 
- difficult to examine 
- scheduling of appointments 
- bother, offend or disrupt other patients 
-:- poor general health 
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The mean scores for the four patient management compo-
nents (range 1-4) across disability groups are presented below in ranked 
order. 
Disability Group Mean 
Severely Mentally Retarded 3.1 
Cerebral Palsied (nonambulatory) 2.7 
Autistic 2.4 
Cerebral Palsied (ambulatory) 2.3 
Mildly Mentally Retarded 2.2 
Patients in General 2. 2 
Hearing Impaired 2. 1 
Vision Impaired 2.1 
Epileptic 2.0 
The three most problematic categories with regard to patient man-
agement were the same as with cost factors i.e. , severely mentally 
retarded, nonambulatory cerebral palsied , and autistic. Patients in gen-
eral were seen as a greater management problem than those with im-
paired hearing or vision and the epileptic. 
Table 34 presents the fifteen patient management components 
ranked as most problematic as related to the appropriate disability 
group. 
An examination of Table 34 shows the addition of two disability 
groups that were not present in the priority ranking of cost factors , i.e. , 
the hearing impaired and the ambulatory cerebral palsied. As a general 
note , the net difference between management problems for the disability 
groups and patients in general is not as great as the net difference in cost 
factors. 
Components of the general area, effectiveness of medical treat-
ment , were as follows: 
- obtaining medical history 
- communicating needs 
- understanding medical advice 
- following through on medical advice 
-probable success of primary care treatment 
A ranking of means on these components (range 1-5) across 
each of the disability groups and patients in general is presented below. 
Disability Group 
Severely Mentally Retarded 
Autistic 
Cerebral Palsied (nonambuJatory) 
Mildly Mentally Retarded 
Hearing Impaired 
Cerebral Palsied (ambulatory) 
Patients in General 
Vision Impaired 
Epileptic 
Mean 
3.6 
2.8 
2.8 
2.6 
2.5 
2.4 
2.3 
2. 1 
2. 1 
0\ 
0 
TABLE 33 
Priority Cost Problems Perceived by Health Care Providers in Delivering Health Care to the Developmentally Disabled 
Compared With Perceptions of Patients in General 
Net Dif- r en 
Total Providers ference > tTl 
High Moderate Low Not High >< "'0 
1'11 
Disability Problem Problem Problem Problem Sure Problem 
"' ~ 
1'11 
(percent) z Severely Mentally R etarded -1 en 
Require special or additional personnel 60 28 8 4 -1 > 
-1 
Patients in general 9 30 54 8 51 0 
Severely Mentally R etarded z to 
Cost of providing service is greater than average 60 26 9 6 c r 
Patients in general 12 33 48 8 48 r ~ 
Cerebral Palsied-Nonambulatory z 
-.1 Physical accessibility of treatment facility 57 22 11 10 ~ .... 
Patients in general 9 27 54 10 48 
Cerebral Palsied-Nonambulatory 
Require special or additional personnel 55 29 11 6 
Patients in general 8 30 55 8 47 
Cerebral Palsied-Nonambulatory 
Cost of providing service is greater than average 55 28 10 7 
Patients in general 12 33 48 8 43 
Cerebral Palsied-N onambulatory 
Require special or additional equipment 55 27 12 7 
P:=ttients in ~eneral 8 30 55 8 47 
Severely Mentally Retarded 
Physical accessibility of treatment facility 45 24 21 10 
Patients in general 9 27 54 10 36 
Severely Mentally Retarded 
Require special or additional equipment 41 31 21 7 
Patients in general 8 30 55 8 33 
Autistic 
Require special or additional personnel 36 24 21 19 
Patients in general 9 30 54 8 27 
Autistic r 
Cost of providing service is greater than average 33 26 21 20 Vl > 
Patients in general 12 33 48 8 21 til 
>< Severely Mentally Retarded "C m 
Third party billing for services 31 20 24 26 ~ ::: 
Patients in general 11 30 41 18 20 m z 
Cerebral Palsied-N onambulatory 
...., 
Vl 
Third party billing for services 29 23 23 25 
...., 
> 
...., 
Patients in General 11 30 41 18 18 0 z 
Autistic t:C 
Physical accessibility of treatment facility 27 17 33 24 c: ('"" ('"" 
Patients in general 9 27 54 10 18 m ...., 
Autistic z 
Third party billing for services 
-..1 
22 20 23 35 ~ w 
Patients in general 11 30 41 18 11 
Autistic 
Require special or additional equipment 19 22 37 22 
Patients in general 8 30 55 8 11 
0'1 
........ 
TABLE 34 0\ N 
Priority Management Problems Perceived by Health Care Providers in Delivering Health Care to the Developmentally 
Disabled Compared With Perceptions of Patients in General 
Net dif-
Total Providers ference 
High Moderate Low Not High t"" 
en 
Disability Problem Problem Problem Problem Sure Problem > 
('Tj 
X 
(percent) "'0 Severely Mentally Retarded l'T1 ::c ~ Difficult to examine 54 35 7 4 l'T1 
z 
Patients in general 1 18 77 3 53 ...; 
en 
Severely Mentally Retarded ...; > 
Bothers other patients 40 38 18 5 ...; 0 
Patients in general 13 82 5 39 z 
I:C 
Autistic c !"" 
Difficult to examine 34 26 20 20 !"" l'T1 
Patients in general 1 18 77 3 33 
...; 
z 
Cerebral Palsied-Nonambulatory -l ~ 
I#) 
Difficult to examine 32 43 19 6 
Patients in general 18 77 3 31 
Severely Mentally Retarded 
Scheduling of appointments 29 29 32 9 
Patients in general 2 16 76 6 27 
Severely Mentally Retarded 
Poor general health 28 41 20 11 
Patients in general 2 21 68 9 26 
Cerebral Palsied-Nonambulatory 
Scheduling of appointments 24 32 35 10 
Patients in general 2 16 76 6 22 
Cerebral Palsied-Ambulatory 
Poor general health 19 40 25 16 
Patients in general 2 21 68 9 17 
Autistic 
Bother other patients 19 24 35 23 
Patients in general 13 82 5 18 
Cerebral Palsied-Nonambulatory 
Bother other patients 18 31 43 9 
Patients in general 13 82 5 17 
Autistic r 
Scheduling of appointments 16 2·1 40 23 C/J > 
Patients in general 2 16 76 6 14 tTl X 
-~g],mpaired ., [T1 
Difficult to examine 6 19 73 3 ~ ~ 
Patients in general 18 77 3 5 [T1 z 
Autistic ~ C/J 
Poor general health 6 17 46 31 ~ )-~ 
Patients in general 2 21 68 9 4 0 
Cerebral Palsied-Ambulatory z ~ 
Difficult to examine 5 29 62 4 c: r 
Patients in general 18 77 3 4 r [T1 ~ 
Cerebral Palsied-Ambulatory z 
Poor general health 4 28 5 13 -.I 
"""" 
..... 
Patients in general 2 21 68 9 2 
~ 
TABLE 35 
Priori ty Effectiveness of Treatment ProblefT}S Perceived by Health Care Providers in Delivering Health Care to the 
Developmentally Disabled Compared With Perceptions of Patients in General 
Net dif- r 
Total Providers ference en > 
High Moderate Low Not High rr:l 
>< Disability Problem Problem Problem Problem Sure Problem ., {'11 
~ 
::: (percent) {'11 Severely Mentally Retarded z ..., 
Understanding medical advice 87 7 3 4 en ..., 
Patients in general 4 33 58 5 83 )> ..., 
Severely Menta'!ly Retarded 0 z 
Communicating needs 81 13 3 3 tll c 
Patients in general 3 29 64 4 78 r t"" 
{'11 
Severely Mentally Retarded ..., z Following though on medical advice 80 11 4 5 -...) 
~ 
Patients in general 6 39 50 6 74 \#.) 
Severely Mentally Retarded 
Obtaining medical history 70 17 9 4 
Patients in general 3 26 68 4 67 
Severely Mentally Retarded 
Probable success of primary care treatJ?ent 57 23 11 9 
Patients in general 4 33 55 8 53 
Autistic 
Communicating needs 46 21 13 20 
Patients in general 3 29 64 4 43 
Autistic 
Understanding medical advice 43 22 14 22 
Patients in general 4 33 58 5 39 
Autistic 
Following through on medical advice 43 22 12 24 
Patients in general 6 39 50 6 37 
Autistic 
Obtaining medical history 40 '22 18 20 
Patients in general 3 26 68 4 37 
Autistic 
Probable success of primary care treatment 32 26 15 27 r (/) 
> Patients in general 4 33 55 8 28 t'I1 
Cerebral Palsied-Nonambulatory X "C [T1 
Following through on medical advice 29 36 24 II ~ 
Patients in general 6 39 50 6 23 3: [T1 
z 
Cerebral Palsied-Nonambulatory o-j 
(/) 
Communicating needs 28 37 28 8 o-j > 
Patients in general 3 29 64 4 25 o-j 0 
Cerebral Palsied-Ambulatory z 
Obtaining medical history 26 35 33 7 t:J:) c: 
r 
Patients in general 3 26 68 4 23 r [T1 
Cerebral Palsied-Nonambulatory o-j z 
Probable success of primary care treatment 24 37 25 14 -...1 
"'" Patients in general 4 33 58 5 20 1..) 
Cerebral Palsied-Nonambulatory 
Understanding medical advice 24 33 34 9 
Patients in general 4 33 58 5 20 
0"1 
Vl 
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This ranking shows that effectiveness of treatment was perceived to 
be most problematic for the severely mentally retarded, autistic and 
nonambulatory cerebral palsied. Those with impaired vision or epileptic 
were een as less problematic than patients in general. 
Table 35 presents the fifteen highest ranked effectiveness of treat-
ment problems related to the appropriate disability groups. 
The severely mentally retarded were ranked highest among the 
disabWty groups across all five effectiveness of treatment components 
followed by the auti tic and nonambulatory cerebral palsied. The net 
differences between the disability groups and patients in general were 
greatest for this area as compared with cost and management compo-
nents. 
An examination of the top five priority problems for each compo-
nent of the provider/patient relationship by profession is presented in 
Table 36. 
There appeared to be no significant patterns of response by profes-
ion vi -a-vis the provider/patient relationship. 
Observations: As compared with patients in general , primary health 
care providers perceived the components of effectiveness of treatment 
to be most problematic in serving the developmentally disabled, fol-
lowed by cost factors and finally patient management factors. Looking 
at this finding in relation to the initial preference ranking one might 
begin to di cern a pattern of service accessibility based upon preference 
related to the provider's concern that resources be expended where the 
effect will be greatest or most beneficial. Such an interpretation would 
clearly be detrimental to those disability groups perceived as most 
problematic , yet it is useful in designing strategies that would assist in 
overcoming these problems. On the other hand this same finding may 
be interpreted as a genuine concern on the part of providers to provide 
high quality (effective) care to the developmentally disabled. 
Cost of treatment, which was seen previously to be one of the 
primary problems confronting families of the developmentally disabled 
was also perceived as a problem to the provider. This recognition of cost 
problems that are ultimately passed on to the consumer points toward 
initiating dialogue among providers and consumers and planning 
strategies that wiU contain costs for those disability groups that are most 
problematic and at the same time be supportive of normalization. 
Patient management of the developmentally disabled compared 
with patients in general was seen as least problematic of the three areas 
examined . Thi finding may point out that actually providing the service 
i.e., examining the patient, is not the area of greatest concern, but rather 
more peripheral issues that impinge upon that direct service or contact. 
TABLE 36 
Percentage Distribution of High Problems in the Provider/Patient Relationship by Profession 
Profession 
] 
0 0 · ;::~ () 
.... 
"' 
~ 0 ~ 
"' 
B ~ ~ c 'Vi 'Vi 'Vi 
·co e "' ~ e .g ~ 5 ~ .~ c c" 
.Ell 
.Ell 
0 
s : ~ ~ "' "' .E 0 'Vi ~ - ~ ~ ·~ 0 ..:: 0 0 Q, - "' E () Q, : ~ ·u ~ 0 ·;::~ ~ c ~ ·i 0 ·;; ~ ·u; "' ..:: ·~] .~ c Oil c ~ ~ ~ () Components of Provider/Patient Relationship ::1 ~£ :t:J () ~ c. ;:..,~ ;:.., ;:.., ;:.., M.<i! 6 ~ ::1 ~ 8~ If~ If If < zo:: 0 &! CI)Q.. 
(percent) 
Cost Components 
Require special or additional personnel (SMR) 67 69 40 49 74 75 ~ 24 70 57 60 17 57 43 
Co t of providing service is greater than average (SMR) 67 50 38 56 70 73 60 32 65 58 60 17 51 50 
Physical accessibility of treatment facility (CP-Nonamb.) 33 35 49 50 57 66 69 27 68 50 59 17 57 75 
Require special or additional personnel (CP-Nonamb.) 50 50 41 39 59 71 63 28 61 50 60 17 50 35 
Cost of providing service is greater than average (CP-Nonamb.) 50 50 36 49 59 65 67 33 61 48 64 17 51 36 
Require special or additional equipment (CP-Nonamb.) 67 44 46 39 60 68 68 27 63 55 57 33 52 46 
Patient Management 
Difficult to examine (SMR) 83 61 66 66 55 56 41 61 52 54 45 33 38 32 
Bother , offend , or disrupt other patients (SMR) 17 53 34 36 61 50 31 14 36 26 34 17 15 25 
Difficult to examine (Autistic) 67 24 25 22 27 40 41 33 38 18 31 17 67 71 
Difficult to examine (CP-Nonamb.) 18 18 44 44 28 32 2 1 29 16 25 31 33 37 25 
Scheduling of appointments (SMR) 17 35 25 40 38 38 II 8 18 30 27 10 7 
Poor general health (SMR) 24 39 32 35 35 28 6 30 17 19 20 10 14 
Effectiveness of Medical Treatment 
Understanding medical advice (SMR) 83 63 93 89 91 90 86 82 82 88 83 83 80 81 
Communicating needs (SMR) 83 41 86 84 87 86 83 71 83 83 73 67 72 77 
Following through on medical advice (SMR) 100 38 89 81 84 85 81 65 75 83 75 83 71 73 
Obtaining medical hi tory (CP-Amb.) II 7 4 4 4 2 4 3 2 8 
Probable success of primary care treatment (SMR) 50 50 71 59 61 61 50 35 50 62 60 33 32 39 
Communicating needs (Autistic) 83 44 45 29 40 57 61 21 58 23 41 60 76 60 
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Repeatedly , providers perceived the most problematic disability 
groups to be severely mentally retarded , nonambulatory cerebral palsied 
and the autistic. These same general groups were less 
preferred and perceived as less like the general population in capacities 
and potential. The epileptic, which was perceived as very much like the 
normal population and was preferred more highly , was also seen as the 
least problematic of all groups (including patients in general) across 
cost management and effectiveness factors. This finding may lead one 
to question the inclusion of the epileptic as developmentally disabled 
and perhaps point toward other strategies of service provision for this 
group. 
Strategies to insure access to quality care should address the prob-
lems and desirability groups as examined in this study. Priorities can be 
set by partializing the problems according to the above data. 
IV. HEALTH STATUS OF THE 
DEVELOPMENTALLY DISABLED 
69 
Two important indicators of health status are access to and percep-
tion of the health care system. Bowen and Jeffers (1971) state that 
accessibility to health services depends upon the availability of health 
and manpower facilities , cost of health services, income, and availabil-
ity of health insurance. In the present study consumer respondents were 
asked a series of questions about access to and attitudes toward health 
care. These were then compared with the results of the health statu 
study done by Watkins, et al., (1976). For clarification and simplicity the 
Watkins , et al. , (1976) study is referred to from here on as the health 
status study (HSS). 
Caution should be exercised in interpreting comparisons Qf the 
developmentally disabled and the general population due to age differ-
ences ofthe two samples. The developmentally disabled were a younger 
group than the general population. 
Table 37 presents data on amount of time necessary to travel to 
medical facilities for the developmentally disabled person and consumer 
concern about that time. 
The majority of respondents estimated that they were within 16-30 
minutes of doctor, dentist and hospital facilities where services were 
available for the developmentally disabled family member. In the previ-
ously cited health status survey (HSS) of the general population (Wat-
kins , et al., 1976) the majority of respondents estimated that they were 
within 15 minutes of the same facilities. Concern about that time in the 
present study is not substantial. The HSS showed slightly more concern 
for travel time to doctor and dentist, but less concern for travel time to 
hospital (15%) than respondents in the present study. 
The majority of respondents with household incomes over $14,999 
was within 15 minutes of a doctor, dentist or hospital. The majority of 
respondents with household incomes under $9,999 indicated being 
within 30 minutes of a doctor, dentist or hospital. However such differ-
ences were not significant. Differences among the respondents with 
respect to sex, education , occupation and age of the developmentally 
disabled family member were slight and not significant. In addressing 
the question of access to health services relative to diagnosed develop-
mental disability, no significant differences were found. 
Respondents were asked a series of questions about health insur-
ance coverage for their family and for the developmentally disabled 
family member. Ninety percent of the respondents indicated that a 
member of their household was covered by a health insurance plan and 
10 percent reported no coverage. This compared with 93 percent and 7 
TABLE 37 
Percentage Distribution of Travel Time to Medical Facilities for the Developmentally Disabled and Concern About That 
Time Compared with the General Population 
Facility 
Doctor 
Dentist 
Hospital 
Time to Facility Concern 
0-15 16-30 30+ 
Minutes Minutes Minutes Yes No 
Develop- General Develop- General Develop- General Develop- General Develop- General 
mentally Popula- mentally Popula- mentally Popula- mentally Popula- mentally Popula-
Disabled tion Disabled tion Disabled tion Disabled tion Disabled tion 
41 
10 
34 
73 
61 
53 
(percent) 
51 22 
82 28 
56 37 
8 
8 
10 
5 
11 
10 
7 
2 
17 
(percent) 
9 92 
4 98 
15 83 
91 
96 I 
85 
-..1 
0 
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percent in the previous health status study. In those households of the 
present study reporting coverage, the distribution was as follows: 
Percent 
AJJ members of household were covered 98 
Only children covered 2 
In 86 percent of the households of the health status study, all members 
were covered. 
For those households covered by health insurance, respondents 
reported the premiums were assumed by the following parties: 
Employer 
Self 
Department of Human Services (Medicaid) 
Other 
Don' t Know 
Percent 
67 
7 
19 
4 
3 
Ninety-eight percent of the consumer respondents reported that the 
developmentally disabled family member was covered by health insur-
ance; 55 percent by a private plan and 41 percent by a public program. 
Three percent were not available or did not know what plan covered the 
health needs of the developmentally disabled family member. 
Another measure of access used in the present study as well as the 
HSS was to examine use of the health care system , i.e. , number of 
medical and dental visits within the previous 12 months , excluding 
hospitalization. Furthermore, respondents in the present study were 
asked if they had ever been refused health service for the developmen-
tally disabled family member. Fifty-nine percent of the respondents 
reported that the developmentally disabled person had seen or talked to 
a doctor in the last 12 months. Thirty-four percent of those saw the 
doctor only once; 19 percent , 2-3 times; 2 percent, 4-5 times; and 3 
percent more than 5 visits. The health status study reported that 70 
percent of respondents saw a doctor during the 12 month period preced-
ing the survey. Where the doctor was seen is as follows for the two 
studies: 
Doctor's office 
Hospital emergency room 
Outpatient clinic 
Other 
Developmental! y 
Disabled 
53 
3 
22 
20* 
*Includes 17 percent in an ambulatory care setting 
Percent 
General 
Population 
78 
11 
8 
3 
Of the doctors seen , 98 percent were M.D.'s and 2 percent were 
osteopaths. This compares with 89 and 8 percent in the health status 
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study. Sixty-four percent of the doctors seen, including M.D.'s and 
osteopaths, were specialists. Furthermore, 72 percent of the develop-
mentally disabled who saw a doctor in the past 12 months, saw the same 
doctor on a regular basis. For the health status study this figure was 77 
percent. Table 38 shows more detailed information on this variable. 
TABLE 38 
Comparison of Developmentally Disabled and General Population Seeing Regular Doctor 
by Selected Socio-Economic Variables of Respondent 
Developmentally General 
Socio-Economic Disabled Po~ulation 
Characteristics Yes No Total Yes No Total 
(percent) (percent) 
Occu~ation 
White Collar 83 17 100 75 25 100 
Blue Collar 100 100 71 29 100 
Service Worker 62 38 100 75 25 100 
Housewife 79 21 100 81 19 100 
Student 82 18 100 
Income 
- $3,000 82 18 100 
$3,000-$4,999 86 14 100 85 15 100 
$5,000-$6,999 82 18 100 80 20 100 
$7,000-$9 999 73 27 100 72 28 100 
$10,000-$14,999 67 33 100 71 29 100 
$15,000+ 57 43 100 79 21 100 
Education 
8th grade or less 86 14 100 82 18 100 
9-11 years 61 39 100 81 19 100 
Completed high school 68 32 100 76 24 100 
1-3 years college 85 15 100 78 22 100 
Completed College 50 50 100 76 24 100 
As can be seen in Table 38, those respondents who more often 
reported that the doctor seen was the developmentally disabled person's 
regular doctor were in white or blue collar .occupations, were of house-
hold incomes under $9,999, and had 1-3 years of college or eighth grade 
or less education. 
The percentage distribution of those diagnosed as developmentally 
disabled and seeing a regular doctor showed the following: 
Mental Retardation 
Cerebral Palsy 
Epilepsy 
Autism 
Other (slow learner and dyslexia) 
Percent 
72 
67 
100 
100 
67 
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Respondents with a developmentally disabled family member diag-
nosed as having cerebral palsy or "other" more frequently indicated 
that the doctor seen was not the regular doctor than did those in other 
groups. However, these differences were not significant. 
The reasons reported for having seen or talked to a doctor in the two 
studies were as follows: 
Developmentally 
Disabled 
Preventive 58 
Acute 18 
Chronic routine 9 
Accident 2 
Chronic flare-up 3 
Post-operative 2 
Other (acute follow-up ,pre-
and post-natal, family 
planning and immuni- 8 
zation 
Percent 
General 
Population 
48 
20 
9 
6 
2 
2 
12 
Differences among the two study populations were not great. The 
developmentally disabled showed a slightly higher percentage of doctor 
visits to be preventive and a slightly lower percentage to be accident , 
acute and "other." 
Tables 39 and 39A present reasons by selected socio-economic 
variables for the developmentally disabled seeing a doctor compared 
with the general population. 
As can be seen in Tables 39 and 39A, respondents who were 
housewives , in the income range of $7,000-$9,999, and had 1-3 years of 
college reported a higher percentage of doctor visits by the developmen-
tally disabled person to be preventive in nature. Acute visits were 
reported to be higher among lower income respondents and those with 
less education (excluding those who had compJeted college). Once again 
age may be influencing the type of doctor visited. 
The percentage distribution of those diagnosed as developmentally 
disabled and seeing a doctor for preventive care was as follows: 
Mental Retardation 
Cerebral Palsy 
Epilepsy 
Autism 
Other (slow learner and dyslexia) 
Percent 
58 -
56 
50 
100 
60 
According to their disability diagnosis, 18 percent of the mentally re-
tarded and 25 percent of the cerebral palsied saw the doctor for acute 
illness. Other reasons for seeing the doctor were widely scattered among 
the disability groups. 
TABLE 39 -....) 
Reasons for Developmentally Disabled Seeing a Doctor by Selected Socio-Economic Characteristics of Respondents 
~ 
DeveloQmentall:t Disabled 
Socio-Economic Preven- Chronic Acci- Chronic Post-
Variables tive Acute Routine dent flare-up Operative Other Total 
t""' 
(percent) en )-
Occupation 
tTl 
~ 
White Collar 49 17 17 17 100 ('T1 ~ 
Blue Collar 100 100 a:: ('T1 
Service 46 23 8 8 15 100 z -1 
Housewife/Student 66 17 8 3 6 100 en -1 )> 
Income -1 0 
-$3,000 z 
tXl $3,000-$4,999 37 38 13 12 100 c r 
$5,000-$6,999 55 18 9 18 100 r ('T1 
-1 $7,000-$9,999 73 9 9 9 100 :z 
$10,000-$14,999 59 12 17 6 6 100 --.l ~ \;J 
$15,000+ 57 29 14 100 
Education 
8th grade or less 57 29 14 100 
9-11 years 38 31 23 8 100 
Completed high school 57 9 9 5 5 15 100 
1-3 years college 79 7 7 7 100 
Completed College 50 50 100 
TABLE 39A 
Reasons for General Population Seeing a Doctor by Selected Socio-Economic Characteristics of Respondents 
General PoQulation 
Socio-Economic Preven- Chronic Acci- Chronic Post-
Variables tive Acute Routine dent Flare-up Operative Other Total 
(percent) r 
en 
OccuQation > ti:l 
White Collar 54 23 7 6 2 3 5 100 >< "tl 
Blue Collar 35 25 7 13 4 5 11 100 
ttl 
C2 
Service 49 20 10 5 5 11 100 ::: ttl z 
Housewife 52 19 10 2 2 14 100 o-i en 
Student 33 24 5 14 14 10 100 o-i :> 
Income o-i 0 
-$3,000 42 27 15 5 2 2 7 100 z t:C 
$3 ,000-$4 999 49 19 8 8 3 3 10 100 c:: r 
$5,000-$6 999 46 22 13 3 6 3 7 100 r ttl o-i 
$7 ,000-$9,999 54 16 9 8 3 2 8 100 z 
$10,000-$14,999 50 21 6 6 3 6 8 100 -...! ~ ~ 
$15 ,000+ 53 27 8 8 4 100 
Education 
8th grade or less 47 28 9 6 4 2 4 100 
9-11 years 47 18 19 6 2 2 6 100 
Completed high school 47 24 7 6 3 3 10 100 
1-3 years college 49 21 10 5 4 1 10 100 
-....l 
Completed College 61 18 5 7 3 5 100 VI 
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It was reported by 7 percent of the respondents that the develop-
mentally disabled person needed to see a doctor during the past three 
months but had not done so. This compares with 8 percent of respon-
dents in the health status study. The primary reason for not seeing a 
doctor was related to cost (34%), lack of transportation (34%), 16 per-
cent no doctor available and 16 percent lacked faith that the doctor could 
help . Crosstabulations of this variable with selected socio-economic 
characteristics showed little difference. Of those who needed a doctor 
but did not see one , three were diagnosed as mentally retarded , three 
were cerebral palsied and one was diagnosed as a slow learner. 
Eighty percent of the respondents reported having a family doctor 
as compared with 75 percent of respondents in the general population. 
Sixty-four percent reported that the family doctor provided services for 
the developmentally disabled family member. In those cases where care 
was provided elsewhere., 33 percent were treated by another doctor, 18 
percent at aclinic, 6 percent in a hospital and 42 percent in an institution. 
Fifty percent of the respondents reported that the developmentally 
disabled person had seen a dentist in the past 12 months. The number of 
visits was as follows : 
1 visit 
2-3 visits 
4-5 visits 
more than 5 visits 
Uncertain 
Percent 
62 
28 
2 
2 
6 
Seventy-eight percent of the visits were at the dentist's office and 82 
percent reported that the developmentally disabled person sees this 
dentist most of the time. Forty-eight percent of the most recent dental 
visits were for restoration, 48 percent were for preventive care, and 2 
percent were for surgery or peridontal work. 
Eight percent of the respondents reported being refused health care 
services for the developmentally disabled. Half of these refusals were by 
a doctor, 25 percent by a dentist 12.5 percent each by a hospital and 
'other." In no instances did the respondent report that a referral had 
been made to another health provider. M;ost common reasons for refusal 
were that no new patients were being accepted or that the developmen-
tally disabled could not be served. 
Respondents were asked three questions related to their percep-
tions of the provision of health care. Eighty-three percent of the respon-
dents felt that equal health care should be available to all , regardless of 
ability to pay; 4 percent said no and 13 percent were not sure. This 
compared with 90 percent in the health status study. When asked their 
opinion of the primary motivation for a doctor when he/she practices 
medicine, 13 percent said the desire to preserve life; 26 percent indicated 
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that money was the primary motivation; 15 percent said that they were 
not sure. The remaining 44 percent listed practice of an art , prestige or 
other miscellaneous reasons. 
Three percent of the respondents stated that the primary motivation 
of the dentist was to preserve life. Money was ranked by 25 percent as 
the primary motivation and 15 percent said they were not sure. The 
remaining 56 percent stated that the desire to practice his/her art was the 
primary motivation. 
Respondents were asked if they felt the developmentally disabled in 
institutions received better, worse, or about the same quality health care 
as those who are not in institutions. The results follow: 
Better 
Worse 
About the same 
Not sure 
Percent 
17 
30 
32 
21 
Observations: On the whole it appears that the developmentally dis-
abled enjoy a health status that is comparable to the general public by the 
criteria of access and utilization. However, some important differences 
should be noted. 
Although the developmentally disabled must travel more time to 
reach a doctor or dental and hospital facilities than the general popula-
tion, there is actually less concern here about that travel time. The 
developmentally disabled actually report a higher degree of health in-
surance coverage than the general population. This may be in part a 
result of coverage by Medicaid which was substantially higher than that 
reported in the health status study (19 percent versus 4 percent). 
On the rather critical measure of doctor and dental visits in the 12 
months preceding the survey, the developmentally disabled fared less 
well than the general population. Whereas 70 percent of the general 
population had seen a doctor, only 59 percent of the developmentally 
disabled had seen a doctor. Likewise, there were higher rates of utiliza-
tion of dental services among the general population (67%) than among 
the developmentally disabled (50%). As pointed out earlier this may be a 
function of age differences. 
Regularity or continuity of care seems particularly important in 
using the health care system. Fewer developmentally disabled (72%) 
saw the same doctor on a regular basis than did the general population 
(77%). The developmentally disabled· were seldom denied health ser-
vices , yet as one mother of a 5 year old cerebral palsied child stated: 
"We found out where to call and where not to call for services." 

V. IMPACT OF THE DEVELOPMENTALLY 
DISABLED ON THE FAMILY 
79 
A basic assumption of the normalization principle is that 
community-based services will result in better , more humane treatment 
of the target population in this case the developmentally disabled. It is 
further assumed that the family will live a more satisfactory life under 
such conditions or that the impact of the child on the family will be less 
problematic . 
Studies designed to facilitate understanding of the problems faced 
by parents of mentally retarded children are many. (Koch Graliker , 
Sands , and Parmelee , 1959; Caldwell , Manley , and Seelye , 1961; Jus-
tice , O' Connor, and Warren , 1971; Dunlap, 1976; Cohen , 1962; Ol-
shansky , 1962; Farber , 1959). Other studies are designed to evaluate 
parents ' satisfaction with services (Barclay, Goulet , Holtgreeve and 
Sharp 1962). The missing links appear to be the relationships between 
service availability , service satisfaction and life satisfaction. 
A hypothesis of this study was that families having greater access to 
and satisfaction with community-based health care services would re-
port greater life satisfaction than those families having less access. 
Furthermore , information was elicited as to problems faced by the 
parents in rearing their developmentally disabled child and their use and 
satisfaction with supportive social services. This information was seen 
as useful to the planning task of the Developmental Disabilities Council 
in Maine . 
Family and Life Satisfaction 
Consumer respondents were asked a series of questions relative to 
life satisfaction. The results were then compared to the general popula-
tion (Watkins et al. , 1976) and to responses on availability of and 
satisfaction with services. 
Satisfaction with the environment , referenced by Blum ( 1974) as 
external satisfaction, was assessed by asking respondents a series of 
questions relating to their satisfaction with various aspects of their 
community. These data are presented in Table 40. 
Examination of Table 40 shows that the majority of consumer 
respondents was satisfied with all elements of their community envi-
ronment and , in fact , showed higher levels of satisfaction than did the 
general population . However , when satisfaction with services was 
ranked , parents of the developmentally disabled were more dissatisfied 
with health services than the general population. 
Level of internal satisfaction was measured by asking respondents 
a series of questions concerned with personal feelings about their life. 
Data comparisons are presented in Table 41. 
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TABLE 40 
Level of Satisfaction With the Community Environment by Families of the Developmen-
tally Disabled Compared With the General Population 
Level of Satisfaction 
Satisfied Dissatisfied Undecided 
Develop- General Develop- General Develop- General 
Community mentally Po pula- mentally Po pula- mentally Po pula-
Characteristics Disabled tion Disabled tion Disabled lion 
Housing 86 78 
(percent) 
14 18 4 
Fire Protection 90 83 10 12 5 
Public Schools 78 79 21 12 I 9 
Health Services 71 67 27 21 2 12 
Employment 55 37 41 50 4 13 
Police Protection 85 70 13 23 2 7 
Recreation Facilities 71 60 27 34 2 6 
TABLE 41 
Responses Indicating Internal Satisfaction by Families of the Developmentally Disabled 
and the General Population 
Res[!onses 
Yes No Don't Know 
Develop- General Develop- General Develop- General 
Internal mentally Po pula- mentally Po pula- mentally Po pula-
Characteristics Disabled tion Disabled lion Disabled lion 
Cannot take care of (percent) 
things because I 
cannot get going 38 30 57 69 5 
Have personal worries 
which get me down 
physically 45 25 55 74 
Feel apart even 
among friends 28 18 69 79 3 3 
Nothing turns out 
the way I want it to 12 13 84 85 4 2 
Sometimes wonder if 
anything is 
worthwhile 15 14 84 85 
For the first three statements, those for which a substantial degree 
of internal dissatisfaction was exhibited, crosstabulations showed the 
following: · 
-respondents with mentally retarded or cerebral palsied children were 
less satisfied than those with other diagnoses as measured by 
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statements 1-3. (The diagnosis of slow learner was not included in 
mental retardation for this particular analysis). 
-there were no differences among respondents by household income. 
- those respondents who were most dissatisfied with health services 
were also most dissatisfied on the internal satisfaction statements 1 
and 3. 
- the majority of respondents who were very satisfied with general 
medical services were also most satisfied on the internal satisfac-
tion variables. 
-levels of internal satisfaction on statements 1-3 were lower for those 
respondents who indicated some , little or no contact with other 
parents of developmentally disabled children. 
As a measure of internal consistency , respondents were asked 
about their satisfaction with life in general. The following results were 
obtained: 
Very atisfied 
Satisfied 
Not so satisfied 
Very dissati sfied 
Not sure 
Percent 
3 
87 
10 
Of those who were not so satisfied , the diagnosis of cerebral palsied 
ranked highest among the disability groups. Contact with other parents 
of developmentally disabled children was positively related to life satis-
faction and respondents who were dissatisfied with health services 
(18%) were more often not so satisfied with life than those who were 
satisfied with health services (7%). A strong relationship existed be-
tween dissatisfaction with life in genera] and dissatisfaction with each of 
the internal satisfaction variables. 
Further information regarding life satisfaction was elicited by ask-
ing respondents if they were satisfied with their present occupation 
(housewife and student were included). Ninety percent reported that 
they liked their present job which compared with 88 percent of the 
general population. Where applicable , 96 percent of the respondents 
(84) indicated that their spouse was satisfied with his/her occupation. 
However difficult to assess , respondents in the present study were 
asked to rate the life satisfaction of the developmentally disabled family 
member. Ninety-three percent of the respondents indicated that the 
developmentally disabled person was satisfied with life. Recognizing the 
complexity of this issue, this may be a reflection of the respondents own 
life satisfaction. 
Life satisfaction is often assumed to be related to an individual's 
ability to pursue meaningful activities and interests as well as to his/her 
82 LSA EXPERIM E NT STATION BULLETIN 743 
sense of integration in the ongoing activities of a social network. Table 
42 shows data on how the families perceived being affected by the 
presence of a developmentally disabled family member. 
TABLE 42 
Impact of the Developmentally Di abled Person on the Family 
How Affected 
Family planning 
Place of residence 
Job advancement for the father 
Career plans for the mother 
Spending patterns 
Vacation and leisure time 
Sub-
stantial 
19 
13 
8 
17 
16 
21 
Degree 
Some- Hardly 
what At All 
(percent) 
13 65 
12 72 
8 79 
20 57 
19 62 
17 59 
Not 
Sure 
3 
3 
5 
6 
3 
3 
Least affected were job advancement for the father and place of 
residence. Most affected were family planning, career plans for the 
mother and vacation and leisure time activities . It was found that for the 
majority of respondents (61%) the level of community participation 
remained the same. For 23 percent of the respondents (usually the 
mother) , community participation decreased as compared with 21 per-
cent for spouse and 13 percent for siblings. 
Observations: Life satisfaction measured as external and internal satis-
faction showed some findings worth noting. Dissatisfaction with health 
services was second from among the seven community services with 
employment being first. Internal satisfaction was positively related to 
satisfaction with health services in the community and to satisfaction 
with general medical services. Respondents showed a tendency to be 
less satisfied than the general population on three of the five statements 
of internal satisfaction, most notably "have personal worries which get 
me down physically. " Respondents with disabled family members per-
ceived to be most problematic by providers (mentally retarded and 
cerebral palsied) showed a slight tendency toward less life satisfaction. 
In terms oflife satisfaction as measured by community involvement 
and family plans , the greatest impact of the developmentally disabled 
family member appeared to be on the mother. Career plans of the mother 
were somewhat or substantially affected in 37 percent of the cases, aod 
mothers had more often curtailed community involvement than had 
other family members . 
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Problems Associated with Rearing the Developmentally Disabled 
Plans for service provision should address the identified needs and 
problems of the target population. The present study in response to this 
basic assumption, asked consumers to indicate the extent to which 
concerns based upon reviewed literature were problematic. These data 
are presented in Table 43. 
Those problems listed as serious formed two clusters relative to 
type of problem. The first cluster, which the majority of respondents felt 
were serious problems, was the physical demands of the child (52%) and 
time demanded by the child (54%). These factors may impinge on the 
adjustment of the parents which 40 percent of the respondents felt was a 
serious problem. The second cluster was knowledge of services 
available (33%) and lack of services available (33%). 
Respondents were asked to indicate the magnitude of personal 
management problems they experienced with the developmentally dis-
abled family member. 
TABLE 43 
Perceptions of Problems Encountered in Rearing a Developmentally Disabled Child 
Extent of Problem 
Somewhat Hardly a 
Serious Serious Problem Not 
Child Rearing Problems Problem Problem At All Sure 
(percent) 
Views of the disabled 
child held by others 14 39 47 
Adjustment of brother 
and sister * 7 32 53 
Adjustment of parents 40 33 27 I 
Physical demands of the child 52 28 18 2 
Time demanded by the child 54 27 18 I 
Discipline 27 30 41 2 
Money to meet 
the child 's needs 19 32 48 
Knowledge of services 
available for the child 33 33 33 
Lack of services available 33 33 33 
Dealing with the sexual 
development of the child 5 18 69 8 
Finding suitable child 
care (baby sitter) 16 20 56 7 
*Seven percent of the children had no sibling or were the only child at home. 
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Such problems could then be examined as to the impact on the parent or 
on the delivery of health care services . The ranking of problems was as 
follows: 
Inability to concentrate 
Poor speech 
Excitability 
Stubbornness 
Wandering 
Solitarine s 
Destructiveness 
Sexual development 
Percent 
70 
69 
66 
57 
51 
44 
33 
29 
This ranking was determined by combining serious problem and some-
what serious problem into one designation. The percent designated 
hardly a problem is the remaining amount to total 100 percent. Those 
responses which were not applicable have been deleted from the calcu-
lation. The seriousness of additional concerns was as follows: 
Some~hat Hardly a 
Seriou Serious Concern Not 
Concern Concern At AU Sure 
Ability of per on to (percent) 
be independent 59 21 17 3 
Providing for the future 
care of the person 61 19 16 4 
Dealing with the exual 
development of the person 18 40 37 5 
Affect the per on ha 
on other family members 8 40 49 3 
Service Availability and Usage 
Although the thrust of this study and report was on primary health 
care services, a multiplicity of needs of the developmentally disabled 
was recognized. Consumers were asked to indicate availability and use 
of services that were viewed as supportive social and educational ser-
vices in order to gain a perspective on service problems in the broader 
sense. The services were taken from the listing provided in the Maine 
State Developmental Disabilities Plan - FY 76. These data are pre-
sented in Table 44. 
As seen in Table 44 there was a substantial percemage of not sure 
responses for several of the services. The three services ranked as least 
available were special transportation , financial aid, and day care ser-
vices. Most available services were educational evaluation, and coor-
dination. 
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Furthermore, consumers were asked to indicate how important it 
was that a particular service be offered and how well they thought it was 
being provided. These data are presented in Table 45. 
Services viewed as most important were educational, evaluation, 
and coordination. These same services were previously cited as most 
available (See Table 44). Services which were least important were 
special equipment, sheltered employment, and special living arrange-
ments. Those services provided most adequately were coordination, 
evaluation and special transportation with educational services as 
fourth. For these services a substantial percentage (around 25%) also 
indicated poor provision of the service. 
TABLE 44 
Availability and Use of Social Services for the Developmentally Disabled 
Available Used 
Not 
Not Not Applic-
Social Services Yes No Sure Total Yes No Sure able* Total 
Special Transportation 
Financial Aid 
Day Care Services 
(developmental and 
51 
51 
activity programs) 40 
Educational Services 
(structured learning) 71 
Training Services 
(pre-vocational and 
occupational kiUs as well 
as instruction in 
formal and informal 
activities) 46 
Evaluation Services 
(psychological , voca-
tional, occupational) 67 
Coordination (case 
supervision, follow-up, 
pupil evaluation team) 66 
Special Living 
Arrangements (for person 
needing some degree of 
supervision) 12 
Recreation Services 41 
Counseling Services 32 
Special Equipment 18 
Sheltered Employment 
Opportunities 10 
(percent) 
41 8 100 48 
41 8 100 47 
39 
18 
26 
22 
19 
32 
38 
38 
23 
23 
21 100 36 
II 100 67 
28 100 40 
II 100 61 
15 100 62 
56 100 10 
21 100 36 
30 100 19 
59 100 16 
67 100 7 
(percent) 
I 51 100 
4 49 100 
4 
3 
5 
5 
4 
2 
2 
10 
2 
3 
60 100 
29 100 
55 100 
34 100 
34 100 
88 100 
62 100 
71 100 
82 100 
90 100 
*Indicates the percent who had responded no or not sure to the availability question. 
TABLE 45 
Perception of Importance and Performance of Social Services for the Developmentally Disabled 00 
"' 
ImQortance Performance 
Some- Very A de-
what Hardly Well quately Poorly 
Impor- Impor· ·lmpor- Not Pro- Pro- Pro- Not 
Social Services tant tant tant Sure Total vided vided vided Sure Total 
r 
CIJ 
> 
(percent) [Tl )( 
"C 
Special Transportation 76 3 5 16 100 34 19 19 28 100 tT1 ~ 
Financial Aid 75 2 22 100 29 14 22 35 100 3':: tT1 
Day Care Services (developmental and z 
-; 
activity programs) 77 2 20 100 22 20 31 27 100 CIJ 
-; 
Educational Services (structured learning) 89 2 9 100 33 26 24 17 100 )> -; 
Training Services (prevocationaJ and 0 z 
occupational skills as well as instruction t:J:j c: 
in formal and informal activities) 75 2 23 100 26 17 24 33 100 r r 
tT1 
Evaluation Services (psychological , -; z 
vocational , occupational) 86 12 100 35 18 28 19 100 ......, 
""" Coordination (case supervision \.;.) 
follow-up , pupil evaluation team) 86 13 100 38 19 22 21 100 
Special Living Arrangements (for 
person needing some degree of supervision) 44 2 54 100 5 2 23 70 100 
Recreation Services 73 6 21 100 17 22 34 27 100 
Counseling Services 65 3 32 100 15 16 23 46 100 
Special Equipment 30 70 100 5 10 10 75 100 
Sheltered Employment Opportunities 38 62 100 6 2 18 74 100 
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Observations: Although not intended as a definitive view of the impact 
of the developmentally disabled person on the family, the findings are 
noteworthy relative to service provision. The time and physical de-
mands of the developmentally disabled family member are viewed as 
serious problems. Furthermore, behavioral difficulties such as poor 
speech, inability to concentrate, and excitability are experienced as 
serious problems by a majority of respondents. Lack of services avail-
able and knowledge of services available are problematic. This finding 
substantiates the earlier observation of the necessity of examining the 
information and referral process relative to social services as well as 
health services. 
There was substantial agreement between response of social ser-
vice availability, use , and importance of the service. This may speak to 
the observation in planning literature that availability. often determines 
need for a service. Services perceived as most important were possibly 
age related, i.e., education as opposed to sheltered workshop or day 
care versus special living arrangements. 
Services which one might use to alleviate the problems of time and 
physical demands were perceived as least available, i.e., day care ser-
vices and recreation services. These services were also seen as very 
important and very poorly provided. Coordination services were per-
ceived as important and very well provided as compared with other 
services. This may be a clearer reference to educational coordination 
rather than social services per se since consumers did report their 
concern earlier about moving within the health service system. 
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VI. THE HEALTH CARE SYSTEM 
Adequate health care for the developmentally disabled is ultimately 
determined by the functioning of the total health care system. This study 
was designed to gain provider perceptions of problems in the provision 
of health care services and possible solutions to those problems. This 
section of the report includes percentage distributions on various prob-
lems and change strategie as well as an analysis of open-ended com-
ments and solutions. An extensive presentation of open-ended com-
ments is included in Appendix A. The presentation format provides a 
linkage between problems and possible strategies for change. 
Functioning of the Health Care System 
Providers were asked to indicate the extent to which a series of 
statements were problem characteristics in the provision of health ser-
vices in Maine. These data are presented in Table 46. 
An examination of Table 46 shows that the majority of providers 
indicated that the overall cost of health services was a substantial 
problem (53%). Lack of information on the part of consumers (38%) and 
adequate linkage among services (28%) were seen as substantial prob-
lems by a large percentage of providers. Least problematic was the 
unnecessary duplication of services. Providers were least certain about 
TABLE 46 
Percentage Di tribut10n of Provider Perceptions of Problems in the Provision of Health 
Care Service in Maine 
Extent of Problem 
Sub- Some- Hardly Not 
Problem Statement stantial what At All Sure 
(percent) 
Availability of primary health 
care for the general population. 27 46 22 5 
Unnecessary duplication of service 15 44 26 15 
Lack of information on the 
part of the con umer regarding available 
health services 38 47 II 4 
Adequate linkage among ervice 28 46 12 14 
Proper sequencing of services in the 
treatment program 17 44 18 21 
Overall co t of health ervices 53 31 6 10 
Responsi venes to patient needs 20 50 19 II 
Identifying persons in need of 
ervices but not presently 
served by the system 31 48 9 12 
TABLE 47 
Percentage Distribution of Substantial Problems in the Provision of Health Care Services 
in Maine by Profession 
Profession 
-; 
u 0 ·.= 0 u 
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"" '@ 0 ~ 
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Problem Statement ::l 0 C1) ;>, C1) z;j ::l C1) u..c Q. f~ zf zf < o::c 0 z~ OE-< 0 
(percent) 
Availability of primary health 
care for the general population 50 33 27 14 28 31 30 15 36 26 23 
Unnecessary duplication of services 17 28 16 9 15 17 12 15 9 23 17 
Lack of information on the part 
of the consumer regarding available 
health services 67 39 46 22 37 48 56 16 43 35 28 
Adequate linkage among services 67 33 37 II 21 33 45 20 38 31 18 
Proper sequencing of services 
in the treatment program 50 11 20 4 16 19 39 8 22 27 12 
Overall cost of health services 33 50 60 29 56 68 63 31 64 39 41 
Responsiveness to patient needs 33 22 16 9 21 27 29 15 29 31 10 
Identifying persons in need of 
services but oot presently 
served by the system 67 33 41 21 32 34 37 19 46 35 20 
"' 
.... 
.50 
"' 0 "50 
"' 
"5 0 ..c 0 
..c ~0 
"" u ~ ;>, 8.~ ~ CI)P,.. 
33 44 38 
II 14 
33 45 45 
33 38 52 
23 31 
50 61 72 
33 27 31 
30 52 
.LSA EXPERIMENT STATION BlJLLETIN 743 91 
duplication of services and proper sequencing of services. Differences 
among professional groups on problems thought to be substantial are 
presented in Table 47. 
Dentists and optometrists did not indicate availability of services to 
be as substantial a problem as did other professions. Unnecessary 
duplication was viewed as most problematic by chiropractors and os-
teopaths. Dentists, optometrists and M.D.'s indicated that lack of in-
formation on the part of the consumer was less of a problem than did 
other professions. These same professions also indicated less concern 
about the overall cost of health services. There seems to be a pattern in 
which dentists, optometrists, M.D.'s and osteopaths indicate problems 
in the provision of health care to be less substantial than do other 
professions. In response to another statement, providers indicated the 
following: The health care delivery system in Maine functions in a way 
that makes it difficult for patients to receive services as they are needed 
in the treatment program. 
Agree Agree Disagree Disagree Not 
Strongly Somewhat Somewhat Strongly Sure 
(percent) 
14 37 24 JJ 14 
Those professions more likely to disagree strongly with the state-
ment were dentists, optometrists, M.D.'s, osteopaths and podiatrists. 
Change Strategies 
Providers were asked to indicate their level of agreement with 
several statements which incorporated possible change strategies. 
These data are presented in Table 48. 
The percentage of providers in agreement with each strategy was 
similar with the exception of consumer advocacy wherein more uncer-
tainty was expressed. The highest percentage of agreement was in the 
need for more in-service training programs for health care providers. 
The agreement on change strategies by profession is presented in 
Table 49. 
Providers were asked to indicate at what level and under what 
auspices chaqges in the health care system should be initiated . The 
findings were as follows: 
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-responses were almost equally distributed among state, regional and 
local levels. 
-at the state level 52 percent indicated change should be initiated under 
government auspices, 38 percent indicated private- non-profit and 
18 percent indicated private - profit auspices. 
- at the regional level, 33 percent indicated government, 54 percent 
indicated private - non-profit, and 23 percent indicated private -
profit. 
-of those indicating the local level, 25 percent indicated government, 
53 percent indicated private- non-profit, and 33 percent indicated 
private - profit auspices. 
TABLE 48 
Percentage Distribution of Agreement With Possible Change Strategies 
Change Strategy 
There is a need for greater 
efforts to coordinate the 
entire health care system 
throughout the state. 
There is a need for more 
in- ervice training programs 
for health care providers . 
Health care services would be 
enhanced by the establishment 
of service centers, in which 
many health services are com-
bined under one roof with a 
common intake procedure and 
administration 
The health care system would 
benefit and provide better 
services if services were 
integrated more than at 
pre ent. 
The health care system would 
benefit from the activity 
of consumer interest 
(advocacy) groups. 
Extent of Agreement 
Agree Agree Disagree Disagree Not 
Strongly Somewhat Somewhat Strongly Sure 
(percent) 
44 34 7 7 8 
47 36 6 3 8 
42 31 9 10 8 
39 36 9 4 12 
26 35 12 10 17 
Although providers were in strongest agreement that in-service 
training programs would enhance the quality of health services provided 
in Maine, only 31 percent had participated in any special education 
program concerned with the developmentally disabled during the past 
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five years. However, a majority of providers (53%) indicated an interest 
in such a program. Analysis of these responses by profession is pre-
sented in Table 50. -
Actual participation in special education programs was highest 
among the ancillary or allied health professions and least among dental 
hygienists, dentists, L.P.N. 's, R.N.'s, M.D.'s, and osteopaths. A simi-
lar pattern was seen with regard to interest in participating in such 
programs. 
Observations: The data presented in Part VI of the report indicated that 
health care providers viewed the cost of health services to be the majo~ 
problem confronting the delivery of health care in the State of Maine. 
Lack of information for consumers on services available was also 
viewed as a substantial problem. These concerns may be reflected in the 
finding that 51 percent of the health care providers indicated agreement 
with the statement that it was difficult for patients to receive needed 
services because of the way the health care system operates. Some 
providers , namely M.D.'s , dentists , osteopaths , and optometrists did 
not view the problems as being as substantial as the other professions. A 
possible interpretation of this finding may be that these professions are 
isolating themselves from the pressing issues of the system while relat-
ing more specifically to clinical issues in the treatment of disease and 
illness. This raises a very basic question of the role of these professions 
in the delivery system, i.e., if they wish to provide more than clinical 
leadership , what inputs are necessary to sensitize them to system level 
problems so obviously recognized by other professions? On the other 
hand, perhaps professions other than medical , would be better suited to 
provide leadership at the system level. In any respect, the issue is 
complex and resolution will no doubt demand planning and dialogue 
among the health related professions resulting in some changes in the 
decision making structure. 
Strategies for change are many and achieving the appropriate mix to 
address a system as complex as health care will be difficult. N everthe-
less, providers pointed toward the possibilities of increased in-service 
training and increased coordination of effort as ways to improve the 
provision of health care. Those professions which recognized more 
substantial problems also recognized more frequently the need for 
change through increased training and coordination strategies. Substan-
tiation for the in-service training strategy was provided by 53 percent of 
the respondents reporting an interest in participating in an educational 
program relative to developmental disabilities. 
Even though consumers have not traditionally had great impact on 
the health system, it is still somewhat surprising in an era of " con-
sumerism" to see so few providers viewing consumer input as a way of 
TABLE 49 
Percentage Distribution on Change Strategies to Improve the Delivery of Health Care in Maine by Profession* 
Profession 
Dental Physical Total 
Hygienist Therapist Psychologist Respondents 
Occupational Speech 
Audiologist Therapist Podiatrist Pathologist 
11) 11) 11) 11) 11) 11) 11) 11) 
e 11) 11) 11) 11) 11) e 11) 11) '- 11) 5h 5h 5h 5h '-11) 01) 01) 11) 11) 11) 11) 01) 11) 01) 11) ~ 11) ~ 11) ~ 11) ~ 11) ~ 11) ~ 11) ~ 11) ~ 5h 00 '- 00 5h 00 5h 00 5h 00 5b 00 5b 00 5b 00 Change Strategies i5 01) 0 ·a 0 0 0 i5 0 <t: < < < <t: < -< < 
There is a need for greater efforts (percent) 
to coordinate the entire health 
care system throughout the state. 100 78 6 90 91 5 83 17 85 6 97 78 14 
There is need for more in-service 
training programs for health care 
providers. 100 82 6 88 100 100 89 4 93 4 83 9 
Health care ervices would be 
enhanced by the establishment of 
service centers, in which many 
health services are combined 
under one roof with a common 
intake procedure and administration. 
The health care system would 
benefit and provide better 
ervices if services were inte-
grated more than at present. 
The health care system would 
benefit from the activity of 
consumer interest 
(advocacy) groups. 
83 85 8 93 79 16 83 17 74 17 84 14 73 19 
61 31 75 8 90 77 11 83 17 89 6 96 75 13 
67 51 3 3 7 4 14 54 3 7 67 17 62 22 66 31 61 22 
*Responses were: agree strongly, agree somewhat, disagree somewhat, disagree strongly and not sure. Agree strongly and 
agree omewhat were combined and called agree; disagree somewhat and disagree strongly were combined and called 
disagree · not sure can be obtained by adding agree and disagree together , then subtracting from 100 percent. 
TABLE 49A 
Percentage Distribution on Change Strategies to Improve the Delivery of Health Care in Maine by Profession* r en 
> 
rn 
>< 
Profession "C m 
c: 
s:: 
m 
Total 
z 
-i 
Dentist L.P.N. Optometrist D.O. 
en 
Chiropractor R.N . M.D. Respondents -i > 
-i 
0 
z 
o:; 
c 
~ ~ ~ ~ ~ ~ ~ ~ r ~ ~ ~ ~ ~ ~ ~ ~ r 
~ So ~ '"""' ~ So ~ So ~ So ~ So ~ So ~ So m 0.0 -i ~ ~ ~ ~ ~ ~ ~ ~ So ~ So ell '"""' ~ So ~ So ~ So ell ~ ~ ~ ~ z en en 0.0 en en en en en en Change Strategies < 0 -< 0 < 0 < 0 < 0 < 6 < 6 < 0 -...) ~ ...., 
(percent) 
There is a need for greater efforts 
to coordinate the entire health 
care system throughout the state. 89 II 64 2I 83 7 80 13 70 24 67 29 77 23 78 14 
There is need for more in-service 
training programs for health care 
providers. 64 24 66 16 9I 22 90 6 67 16 74 22 80 f2 83 9 
Health care services would be 
enhanced by the establishment of 
service centers, in which many 
health services are combined 
under one roof with a common 
intake procedure and administration. 
The health care system would 
benefit and provide better 
ervices if services were inte-
grated more than at present. 
The health care system would 
benefit from the activity of 
consumer interest 
(advocacy) groups. 
83 85 8 93 79 16 83 17 74 17 84 14 73 19 
61 31 75 8 90 77 11 83 17 89 6 96 75 13 
67 51 33 74 14 54 37 67 17 62 22 66 31 61 22 
*Responses were: agree strongly, agree somewhat, disagree somewhat, disagree strongly and not sure. Agree strongly and 
agree somewhat were combined and called agree; disagree somewhat and disagree strongly were combined and called 
disagree; not sure can be obtained by adding agree and disagree together , then subtracting from 100 percent. 
TABLE 49A 
Percentage Distribution on Change Strategies to Improve the Delivery of Health Care in Maine by Profession* l' C/J 
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(percent) 
There is a need for greater efforts 
to coordinate the entire health 
care system throughout the state. 89 11 64 21 83 7 80 13 70 24 67 29 77 23 78 14 
There is need for more in-service 
training programs for health care 
providers. 64 24 66 16 91 22 90 6 67 16 74 22 80 f2 83 9 
HeaJth care service would be 
enhanced by the e tabli hment of 
service centers , in which many 
health services are combined 
under one roof with a common 
intake procedure and administration. 77 23 51 20 86 8 79 7 48 48 53 43 48 44 73 19 
The health care system would 
benefit and provide better 
services if services were inte-
grated more than at present. 100 64 16 81 9 71 11 66 26 61 31 66 34 75 13 
The health care system would 
benefit from the activity of con umer 
interest (advocacy) group . 55 34 49 40 68 22 49 35 58 42 67 27 61 27 61 22 
*Response were: agree strongly , agree somewhat, disagree somewhat, disagree strongly and not sure. Agree strongly and 
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facilitating change. This may in part speak to the isolation of providers 
from the system per se as they opt for a more clinical focus . 
If change is to occur in the health system, providers saw this as best 
initiated at the state level under governmental auspices. However, 
regional and local levels were seen as appropriate with the stimulus 
provided by private- non-profit organizations. 
One can conclude from these data that there is a serious need to 
look at coordination of efforts and provision of service information to 
consumers in order to increase the effective delivery of health care in 
Maine. 
TABLE 50 
Attendance and Interest in Special Education Programs Concerned With Developmental 
Disabilities by Profession 
Have attended special education 
program concerned with develop- Interested in attending special 
mental disabilities in last education programs concerned 
5 years with develoQmental disabilities 
Profession Yes No Yes No 
(percent) (percent 
Audiologist 100 83 17 
Chiropractor 35 65 71 29 
Dental Hygieni t 12 88 65 35 
Dentist 21 79 47 53 
L.P.N. 24 76 56 44 
R.N . 28 72 47 53 
Occu. Therap. 68 32 69 31 
Optometrist 50 50 61 39 
Physical Therap. 47 53 68 32 
Phys. D.O. 25 75 42 58 
Phys. M.D. 24 76 35 65 
Podiatrist 33 67 67 33 
Psychologist 53 47 62 38 
Speech Path. 86 14 82 18 
SUMMARY AND IMPLICATIONS 
This report presents the major findings of a study designed to 
enhance the health status of the developmentally disabled by reviewing 
the primary health care system in Maine as it is utilized by and accessible 
to the developmentally disabled, and further to make recommendations 
for positive changes in the health system or specific parts of it. The major 
hypothesis of this study was that the developmentally disabled experi-
ence significantly greater problems in obtairung access to and in utilizing 
primary health care services than does the general public. 
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The findings were based on a mailed survey of 1, 179 primary health 
care providers in the State of Maine and 100 telephone interviews with 
health care consumers- parents of a developmentally disabled child or 
adult in Penobscot Piscataquis , Hancock and Washington Counties. 
Data were collected between March 1 and May 30, 1977. 
The findings as related to the objectives of the study were as 
follows: 
(I) The attitudes of health services personnel toward treating develop-
mentally disabled persons 
Health care providers showed a clear preference for treating the 
physically handicapped , emotionally disturbed , and the epileptic over 
the mentally retarded cerebral palsied and autistic. There was a close 
relationship between preference , training , and experience for all disabil-
ity groups except epileptic. Providers reported little training in prepara-
tion for working with any of the disability groups. Experience in working 
with the disabled was greater for the physically handicapped and emo-
tionally disturbed than for any of those with developmental disabilities . 
There was a higher preference , training and experience for working with 
the developmentally disabled among the ancillary or allied health pro-
fessions as compared with the primary health professions. 
As a general rule , health care providers perceived the capacities 
and potential of the developmentally disabled in a way that tends to 
support the principle of normalization. However , they did recognize 
differences in functioning for the severely mentally retarded and the 
autistic differences that may indicate the need for specialized health 
care services . 
An examination of the provider/patient relationship showeq the 
severely mentally retarded , autistic , and nonambulatory cerebrai pal-
sied to be most problematic across the factors of cost, patient manage-
ment and effectiveness of medical treatment. Comparison of the de-
velopmentally disabled with patients in general showed cost factors to 
be most problematic followed by effectiveness of treatment and patient 
management. The epileptic was seen as less problematic than patients in 
general. 
(2) The availability and accessibility of the health care system to de-
velopmentally disabled persons 
The majority of health care providers indicated that most primary 
health care services for the developmentally disabled should be generic. 
Those services seen as more appropriately categorical were health 
detection and habilitation and rehabilitation services. Respondents ex-
pressed the view that most primary health care services were available 
in their community. Health detection services were the exception. Pro-
viders expressed the need for therapy services , health detection ser-
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vices and dental services in their communities. These findings were 
consistent with consumer perceptions of less availability of health de-
tection and therapy services. Consumers, furthermore, indicated 
greatest satisfaction with general medical and emergency services and 
least satisfaction with therapy, obstetric and health detection services. 
The primary barriers to access to the health care system were seen 
by providers as cost related and second, as a lack of information for 
consumers about services. Consumers, on the other hand , indicated that 
a lack of information about available services was the most serious 
problem and cost of services was second. Once the service had been 
secured, consumers felt the most serious problem was in not being 
referred to other services and , second, rude treatment by the doctor or 
staff. 
(3) The rate of utilization of the health care system by developmentally 
disabled persons 
Access and utilization measures indicated that the developmentally 
disabled have a health status that is comparable to the general public. 
The primary differences to emerge, however, were greater travel time to 
doctor , dentist and hospital facilities; fewer doctor and dental visits in 
the 12 months preceding the survey; and less continuity of health care 
providers. Differences in utilization by disability category were not 
significant. Providers reported having seen an increased number of 
developmentally disabled persons in the past five years than they had 
prior to that time. 
( 4) The attitudes of consumers (parents of developmentally disabled 
persons) toward the health care system 
In a general sense consumers were not displeased with primary 
health care services. Their greatest concern, however, was not receiv-
ing proper information in order to get into the system and not being 
referred to additional services when needed. Concern was expressed 
about the seeming lack of support received from health care providers as 
to the exceptional nature of their situation. 
Those consumers who reported higher life satisfaction (internal and 
external variables) also reported greater satisfaction with community-
based health care services. On a rating of various community services, 
dissatisfaction with health services was second, preceded by employ-
ment opportunities. 
(5) Recommended methods of improving the health care system to 
developmentally disabled persons 
Consumers viewed the need for increased coordination and 
follow-up as the primary ways in which the developmentally disabled 
would receive improved health care. Providers , in assessing change 
strategies for the health care system as a whole, indicated the need for 
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(a) in-service training, (b) increased coordination, and (c) establishment 
of service centers. They had great question about the value of consumer 
advocacy groups as a change strategy. Coordination of services for the 
developmentally disabled was seen by most providers as the appropriate 
role of the social worker. Open-ended comments by providers indicated 
much concern about government encroachment in the health care field. 
At the same time responses were rather evenly distributed as to from 
whence change in the system should be initiated , i.e. , state regional or 
local. Responsibility at the state level was seen as governmental and the 
responsibility of private non-profit organizations at each of the other 
two levels. 
Plans for change may properly utilize any of the five change 
strategies (See Table 48). However , the choice of strategy will be de-
pendent upon the identified needs of the target group and the overall 
problems to be addressed. For example , if referral to services is a 
problem, the strategy may call for: 
1. increased education of physicians as to available services. 
2. increased visibility of the social worker as a service broker with 
proper linkage to the primary physician and the consumer. 
3. establishment of service centers which may foster a smoother 
referral process and continuity in the treatment program. 
(6) The needs for additional health services to the developmentally 
disabled and what strategies for implementing these services are most 
practical and reasonable · 
As indicated under objective number 1, services most needed ac-
cording to providers and consumers were health detection and habilita-
tion and rehabilitation therapy. Dental services were also viewed by 
providers as being necessary in many communities. Strategies for im-
plementing services must consider cost problems , access problems , 
categorical or generic delivery, mechanisms for insuring the effective-
ness and education of health care providers. 
(7) Areas requiring further investigation due to the constraints of this 
study 
As a result of this study it seems appropriate that further research 
be directed to the following concerns: 
(a) The need for increased coordination among health care provid-
ers, to address concerns about entry into the system and continuity 
of treatment once access has been gained. What mechanisms for 
coordination exist and which seem to be most effective in a variety 
of settings, both urban and rural? 
(b) A more intensive study of consumer needs, paying special 
attention to low income .families and developmentally disabled 
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adults who live independently of their families or have families of 
their own. 
(c) An examination of in-service training programs about de-
velopmental disabilities. This would answer the questions for 
whom such a strategy is appropriate, what level of content is 
necessary, and what mechanism(s) would be most effective in 
delivering the training , i.e. , workshops, multi-media, continuing 
education clas es etc.? 
(d) The concern of providers about reimbursement procedures and 
monitoring of health care services. Can procedures be simplified 
and reimbursement equalized? Would reimbursement of allied 
professionals for specified services result in lowered costs to the 
consumer? 
(e) Addressing the lack of consumer knowledge about health care 
in general and the developmentally disabled in a more specific 
sense. What strategies would be useful in educating consumers 
about the importance of prevention and follow through with medi-
cal treatment. This presupposes some solution to the health care 
cost dilemma - many people put off health care because of the 
cost, not because of a lack of knowledge. 
(t)An examination of alternative structures for delivering services. 
What are these structures and under what circumstances are they 
most effective? 
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Appendix 
Primary Health Care Problems and Solutions- Responses by Particip-
ants in the Study to Open-Ended Questions 
I. PUBLIC/CONSUMER/PATIENTS 
Profession*/County 
RN 
Cumberland 
PSYCHOL 
York 
Problem: I think that I would identify my largest 
difficulty as the difficulty one encounters in helping 
patients to come in contact with and benefit from ser-
vices to which they are entitled by law or mandate. In 
the case of the disabled, for whom laws have been 
passed to ass.ure equal treatment adequate facilities , 
etc., local officials and even state agencies are reluctant 
to provide services. 
Solution: To make patients and their families aware of 
their rights, so that they can insist on services to which 
they know they are entitled. 
Problem: Lack of readily available information regard-
ing treatment services. The assessment of patients is 
not a major problem, to whom to refer for treatment is. 
There is a great deal of duplication of service in such 
areas as acute care but little capability for continuing 
care. All too frequently clients are treated as acute 
cases by several competing agencies with the client 
suffering because no one person or agency is responsi-
bie for case management. 
Solution: The establishment of some kind of coordinat-
ing service is essential. The present system is inefficient 
and overly expensive at best and clients are not receiv-
ing the coordinated services they need. Professional 
standards review committees within professions are a 
step in the right direction but some type of broader, 
governmental philosophy is needed to establish a public 
policy toward the care and treatment of all people. Too 
long the government has seen itse.If only in a regulatory 
role. 
*ADMIN= Administration; CIDRO=Chiropractor; DENT= Dentist; 
DH=DentaJ Hygienist; OO=Doctor of Osteopathy; LPN=Licensed 
Practical Nurse; MD= Doctor of Medicine; OT=Occupational 
Therapist; PSYCHOL=Psychologist; PT=Physical Therapist; 
RN=Registered Nurse; SP=Speech Pathologist. 
110 
DENT 
Kennebec 
DH 
Cumberland 
DENT 
Oxford 
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Problem: Apathy on the part of patients as to what they 
really need. (When the ache is gone , they are not in-
terested in further health care. This goes for about 7f1'/o 
of the population.) 
Solution: Public health education mandatory in 
school systems. More public information on TV and 
radio, newspapers, etc. 
Problem: As a dental hygiene educator and dealing with 
the general public in providing dental prophylactic ser-
vices , I see a tremendous need for oral health services 
and education of the public in the prevention of dental 
disease. Statistics prove that Maine has the highest 
dental decay rate in the country. Serious consideration 
should be given to this matter. 
Solution: A division of Dental Health should be estab-
lished on state level to provide consultation and general 
supervision of dental programs in all public schools, 
conduct surveys of dental needs and encourage indi-
vidual communities to provide adequate dental ser-
vices. It should promote dental health education, 
fluoridation of water supplies to control dental caries 
and provide dental hygienist consultation services. 
There should be regional offices established so that all 
sections of Maine will benefit from these services. 
Problem: Lack of education and poor attitude toward 
dental health resulting in gross dental neglect and a 
fatalistic and pessimistic view of the need for even the 
most basic preventive dental care. This attitude was 
encouraged by former dentist in this area (recently de-
ceased) to people in this area. The best and eventually 
inevitable dental care is extraction. My suggestion that 
patients devote some effort and expense to maintaining 
their dental health caused a ripple of resentment 
through some parts of the community which still has not 
abated. It will take years possibly a generation to fully 
overcome this attitude, but at least we are trying here. 
Solution: (1) Education of patients and parents in the 
office. (2) Community programs which are being 
planned. (3) Dental education programs currently in 
effect in school system into which I have some input. 
DENT 
Hancock 
MD 
Cumberland 
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Time is on my side. I am making a few in-roads into the 
old view of "they're all going to have to come out 
anyway" attitude. There are many people in this com-
munity who cannot afford to repair the ravages of their 
long standing dental neglect. State medicaid funds only 
to age 21 -some assistance for needy adults would be 
most helpful. 
Problem: For patients in general a lack of understanding 
ofthe need to preserve all natural teeth , be it primary or 
permanent teeth. Parents accept rampant caries in chil- · 
dren as a way of life and dental care as a necessary evil. 
Perhaps because of their experiences as children and 
young adults. 
Solution: I do not believe government can establish 
health norms for the general population nor can people 
be coerced into treatments for disease. Health person-
nel must direct efforts into stopping promotion of con-
sumer goods that are worthless and even hazardous 
when taken in long-term doses , e.g. , tobacco , alcohol , 
drugs , sugar junk foods , pollutants. Perhaps the intake 
of junk foods is most hazardous because it is generally 
considered to be the American way of life . 
Problem: The growing adversary relationship between 
physicians and the public which has in part been fos-
tered by the current use of the business model to de-
scribe doctor-patient relationships i.e. , " consumer" 
and "provider". This diminishes the personal nature of 
the doctor/patient relationship and encourages distrust 
and mutual antagonisms with a growing need for legal 
measures on both sides- suits ' defensive '' medicine , 
etc. One behaves differently in a business relationship , 
i.e. , contracts on a new car and guarantees for example 
- and I think it is wrong and detrimental to think of 
medicine this way . 
Solution: Patient education is very important to encour-
age more realistic ideas about health and what consti-
tutes good care. More openness is needed from physi-
cians both in taking an active interest in solving social-
economic-medical problems and in recognizing areas 
where improvement by physicians themselves is 
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needed , e.g. , trying harder to keep appointments on 
time-, control of " poor" doctors. Doctors also need to 
talk more to government, etc., agencies to decrease the 
mutual antagonisms . 
II. SERVICE SYSTEM FUNCTIONING 
Profession/County 
RN 
Knox 
RN 
Aroostook 
PSYCHOL 
York 
Problem: I think there should be a more stable , consis-
tent , statewide health system which would provide for 
continuity of care especially after being discharged 
from an acute care or other type of institution. There is 
a great problem with the elderly and lack of concern or 
time to be concerned about their health and well-being 
when returned to their former environment. 
Solution: I believe the state could provide better 
follow-up care , especially on the elderly or indigent 
through a sprucing up of our public health nursing sys-
tem and exert more control over generalized health 
systems which could provide more continuity of care. 
Problem: The immediate and continuing care rendered 
to alcoholics and drug abusers as well as psychotic 
patients. Physicians seem to not care about these pa-
tients. The nurse is faced with making referral arrange-
ments to state or federal institutions, only to find pa-
tients are discharged shortly upon arrival to their 
agency. I have been faced with this dilemma on numer-
ous occasions while working the emergency depart-
ment. No one seems to care. Doctors, local mental 
health agencies , law enforcement , or state institutions 
as well as the legislators. 
Solution: Better rapport and communications between 
families , doctors , referral agencies on the local as well 
as state levels , law enforcement agencies. 
Problem: Although my contacts with the mentally re-
tarded and physically handicapped are infrequent and 
are mainly for evaluation purposes , I have noted a 
significant problem exists as to what to do with a de-
velopmentally disabled person once they have been so 
diagnosed , i.e., there is an insufficiency of appropriate 
LPN 
Somerset 
PSYCHOL 
Cumberland 
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and worthwhile training programs , both residential and 
non-residential. 
Solution: More half-way type facilities , more tie-ins 
with the private sector, i.e.,job programs in local indus-
tries. There is a need for greater participation by local , 
small businesses and industries in finding and develop-
ing appropriate job categories for the disabled. The 
tendency is to pass responsibility to the state govern-
ment which can only provide services , not'jobs. 
Problem: Home health care for aged patients who could 
stay in their homes if a service was available to them so 
they can be checked on regularly. Have need for proper 
training in care of new medical problems - such as 
diets , medications , and need on problems such as pa-
tient has become " too old" to remember if they've 
taken their medication today or tomorrow- may take 
too much. Some of these patients may have physical 
disabilities or visual or hearing impairment and really 
could perhaps function longer in their own homes in-
stead of nursing homes. 
Solution: Need more regional health nurses so av~abil­
ity of services would be more widespread over rural 
areas to aged patients and others who are developmen-
tally disabled. 
Problem: (1) Development of needed service programs , 
i.e. , half-way houses , day hospital and care centers, 
etc. (2) Coordination of services that exist - little 
cooperation between service presenters. (3) Methods 
of payment (third party) that: (a) exist for individuals 
needing service , (b) pay within 30-60 days , and (c) are 
stable. 
Solution: ( 1) State and federal support of non-profit 
agencies with programs or program proposals in needed 
areas - sufficient studies have been done , so present 
needs are already defined. (2) Force cooperation by 
tying funding of some contracts to documentation of 
efforts at cooperation. Encourage the development of 
grants sponsored by more than one agency. (3) Reor-
ganize Human Service Payment Office - simplify re-
quirements for VR, Medicaid - make Mental Health 
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Service primary rather than opuonat ~c;, • ice. Support 
National Health Insurance at Federal level. Encourage 
private insurance companies to cover more services to 
developmentally disabled. 
Problem: Lack of resources available in the state -
particularly a problem for emotionally disturbed ado-
lescents and children who are unable to live at home. It 
is next to impossible to find placements for these people 
in the state , and too costly to send them out-of-state. 
Solution: Development of alternate living situations 
(not institutions) , half-way houses or group homes, 
training for therapeutic foster homes. 
Problem: Problems lie not so much in diagnosing prob-
lems but in providing sufficient treatment programs , 
i.e ., outpatient , inpatient and residential. Day care 
treatment and residential treatment for children with 
emotional problems is particularly a problem. The ab-
sence of these facilities creates many treatment prob-
lems . 
Solutions: Children ' s Treatment Center: to provide 
evaluation , school/community consultation , day 
treatment, education , residential treatment and parent 
training programs to the developmentally disabled. 
Problem: Funding and coordination of services. 
Solution: (1) Regional clearinghouses for services to 
lessen their duplication and (2) more active and effec-
tive seeking offederal dollars , with built-in accountabil-
ity for expenditures. 
Problem: The organization and coordination of existing 
and future Federal , State, Regional and Local programs 
of health delivery in such a way as to diminish or elimi-
nate overlapping functions , jurisdiction, inter-agency 
bickering, etc. , for greater efficiency in the use of public 
funds . 
Solution: Expedition of planning toward this end -
initially by State and Federal groups . 
RN 
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Problem: ( 1) Adequate linkage between services , (2) 
persons who need services but are not part of tradi-
tional health care system, and (3) state funding support. 
Solution: Development of Rural Health Specialist 
Training Program for nurses who would provide prim-
ary care to families not otherwise a part of health care 
system. Through referraJ other types of services would 
be utilized without several workers visiting same area. 
Therefore , this would be a cost effective type of pro-
gram. 
The above would need state funding support to provide 
salaries for these specially trained workers. 
Problem: No fixed point of referral and no follow-up , 
feed back , fail-safe mechanism (therefore people " fall 
in the cracks"). 
Solution: Establish regional fixed points of referral , 
develop intake - foUow-up procedures which localize 
personal accountability to providers in the ystem. A 
system that tracks the individual patient so where 
he/she is in the system and the next step is always 
available for " print-out" and follow-up deadlines. 
Problem: Can ' t say there is any one problem- Several 
are: (J) Diffusion of authority and duplication of ser-
vices thru various agencies , making any coordinated 
efforts difficult and expensive. (2) Pressures by the 
government to do away with fee-for-service solo gen-
eral practice (e.g. , decreasing medicaid reimburse-
ment , escalating malpractice premiums , increasing 
paperwork , closing of small rural hospitals) without 
providing any alternatives for primary care , at least in 
the rural areas. 
Solution: (J) A strong state health department with au-
thority over all programs in the state , and strong county 
and regional branches to administer these. The federal 
government would have to surrender some of its pro-
grams to state authority for this to be effective. (2) 
Either a commitment to support solo private general 
practice by governmental help with these problems or 
setting up an alternative system of delivery of primary 
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care , e.g. , government sponsored clinics in which doc-
tors would work for a salary. 
Problem: Inability to provide specific programs de-
signed to meet the specific needs of the developmen-
tally disabled in conjunction with existing programs . It 
appears to be due to lack of cooperation and coordina-
tion among those presently working and providing 
programs and lack of further funding. 
Solution: Regional rehabilitation centers that would 
allow for a multi-disciplinary approach to the problems 
and allow for cohesive coordinated program. It would 
also provide coordinated use of available funds and 
could show in a very organized and logical way the 
needs for more funding. 
Problem: Coordination of comprehensive services once 
the initial need (the first problem) is recognized and 
proper funding. 
Solution: State office of rehabilitation including blind , 
vocational, physical , etc. (with regional coordinators) 
working with input from hospital discharge planners 
and home health people. Social service involvement 
will be necessary to match funding assistance to patient 
need and develop applications. Funding for care of long 
term multiply handicapped (other than mentally re-
tarded) is needed over and above the state level for 
intermediate care (the classification given the C.P. by 
the State). 
III. PROFESSIONAL EDUCATION 
Profession/County 
PT 
Cumberland Problem: The need for programs on a regional basis 
providing education , therapies and consultations from 
physicians- whether this be in public school or private 
school. Therefore , children in various parts of the state 
could travel from their homes to the school , which 
would meet all their special needs. (Others: communi-
cation with physicians, home program , parent carry 
over). 
LPN 
Lincoln 
RN 
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Solution: Incorporate special classrooms in public 
schools in regional areas. These would be home base 
for children who could either stay in this class for all 
their subjects or some - therefore being main-
streamed. Also therapies would be provided and con-
sultations if needed. These would require money and 
state support. 
Problem: I find it hard to attend classes to better myself 
in a given field in medicine. I have a family and cannot 
spend time traveling long distances for classes. If more 
programs were available in more areas around the state 
I believe more people like myself would attend them. At 
this time I am working nights as an EMT because of my 
family but would like to return to school when my 
children are older. If it were possible I would like to not 
waste the next six years- but take classes one at a time 
and continue my education during the next six years . 
Solution: Establish the need and desire around the state 
and set up a class in an area that would best serve the 
majority. I know there are more people like me who for 
one reason or another cannot leave their homes to 
attend formal classes. But this does not mean I am less 
interested or willing to learn . 
Androscoggin Problem: Need for great deal of additional education, 
i.e. , the need for health care services and availability of 
existing ervices by both health professionals (all 
levels) and the general public. Many are confused by 
the type of services provided by the various govern-
ment programs- such as Medicare and Medicaid , who 
pays for what service and how to receive the service . 
Solution: Possibly through additional exposure through 
the newspapers and TV mediums. 
MD 
Kennebec Problem: The private solo practJ.cmg physician has 
never been taught to think in terms of a medical care 
system as he has been taught to think in terms of a 
system as it pertains to his patient's systems, i.e. , car-
diovascular , etc . He is left to his own devices to learn of 
availability of special services in his community/region 
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and to establish referral patterns on his own. Paradoxi-
cally those who try to let the practitioners know of 
available services are looked upon suspiciously as " ad-
vertising" or promoting and thus are not used at times 
as they might be for the patient's good. 
Solution: Basic change in medical school curricula. 
Problem: No training in specific techniques used to deal 
with the developmentally disabled , my limited experi-
ence with these children and adults has demonstrated a 
definite need for more education. 
Solution: Concentrated workshops that deal with prob-
lems met in the clinic situation. 
Problem: I have run across too many professional indi-
viduals who rely too heavily on their years of " experi-
ence". Many do not realize there are new and/or better 
methods of providing the best health care to their pa-
tients. Too many will not learn or cannot be bothered to 
re-learn procedures , methods and theories which 
would be in the patient ' s best interest to know. If we are 
not in the health care system for the patient's good , 
what are we in it for? We should be most anxious to 
improve ourselves. Unfortunately, this is not what I 
have found. 
Solution: " Continuing Education" in my opinion is the 
best solution , in the form of workshops , classes , lec-
tures and in some cases college. Providing such pro-
grams would educate individuals to the best possible 
methods of providing health care. In turn these indi-
viduals can return to their community to pass the word. 
People in the health field need to become interested , 
timulated and pointed into the right direction . 
IV. MANPOWER AND PROFESSIONAL PROBLEMS 
Profession/County 
RN 
Cumberland Problem: Lack of professional personnel necessitating 
the use of non-professional personnel in positions they 
are unsuited for, with overwhelming responsibilities 
and danger to the patient. No facility - however well 
RN 
Cumberland 
PSYCHOL 
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equipped - will help the patient without the personal 
care he needs, no in-service, specialized program, etc. , 
will reach the patient without adequate staff. All other 
problems , and there are many , are secondary in my 
opinion. 
Solution: Provide more money for hiring additional pro-
fessionals (and non-professionals , i.e. , nurses assis-
tants , ward secretaries , housekeeping). An environ-
ment will be created which will encourage many nurses 
who have given up on the system because of the physi-
cal and emotional frustrations of short staff, to come 
out of " retirement" . Better to have a nurse available to 
bag breathe than a beautiful respirator with no one 
qualified to work it or worse , someone unqualified to 
work it. I'm convinced that low wages are not the 
reason many nurses have made themselves unavailable 
- rather the working conditions where they can' t im-
plement what they have learned and they see the patient 
suffer because of this. 
Problem: Being hospital-based we face many different 
medical problems. When there are patients with 
specific problems , e .g. , mentally retarded , etc., we 
have no one specially oriented in these fields to facili-
tate the patients' care or even to help the patient adjust 
to a new " environment". 
Solution: If there were service people available to the 
hospital and/or to assist these patients in adapting , I 
believe every one would benefit. In-service education is 
another possible solution. 
Androscoggin Problem: Inadequately funded programs so we must 
see too many people with too few staff. We also attract 
less qualified staff, also continuing education programs 
are not funded and therefore suffer. Also most middle 
and low income persons do not have a choice to seek 
program or private service. They therefore overload 
government service and don't even want to be there. 
Solution: More funding at federal and state levels for 
more and better programs also more competitive basis 
at local levels by funding independent providers. 
Clients in any bureaucracy tend to be treated like num-
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bers. Everyone should have the choice not to be treated 
like that. 
Problem: The biggest problem is the lack of adequately 
trained professionals in the rural areas of the state. This 
makes it necessary to travel great distances to receive 
good services and these services are probably unable to 
handle the amount of work they have. 
Solution: I think if there were more opportunities in the 
state for: ( 1) good salaries; (2) continuing education and 
(3) dynamic job situations, more well trained profes-
sionals could be attracted to the state. 
Problem: As a nurse administrator I find increasing 
clifficulty in maintaining adequate number of personnel 
to provide quality patient care - not because of 
nonavailability, of qualified people but because of 
budget constraints mandated by regulations handed 
down by various agencies. 
Solution: There is no quick or easy solution to this 
problem which faces all health care facilities. We must 
be innovative and be willing to try new methods and 
accept new concepts to maintain a high level of service 
and still be fiscally responsible. 
Problem: Lack of other physicians in my area who will 
work. This causes me to be overextended. At regional 
level we have fractionated medical care. Several groups 
have begun projects which compete with me and each 
other. Greater benefit would have been possible had we 
had a " think tank" on what is needed and how to 
provide it. Rather these groups start on cruise, invite 
others aboard but don't really know where they are 
heading. There is a philosophical misconception that 
something in each little village is the best way to pro-
vide primary care. I disagree- a small group to cover a 
region will give more efficient service than scattered 
individuals. 
Solution: For my area only - I feel that ambulance 
service should be coordinated - not two competitive 
(relatively) services. Para-medical personnel are work-
ing under inadequate supervision at present in Patten. 
CHIRO 
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Island Falls is building a nursing home facility which is 
supposed to have an office for physician or physicians. 
We have overlapping programs which duplicate er-
v ices. The Houlton Regional has no organized 
emergency room providing dependable emergency 
primary care. The hospital was built to provide cover-
age of most of Southern Aroostook. 
Problem: The highest problem is the lack of cooperation 
among health care providers. It is the consumer who 
suffer . 
Solution: Educate the consumer or make him aware of 
what treatment is best for his/her problem. I would like 
to say that since chiropractic deals with the nervous 
system in many cases it would be very beneficial to the 
developmentally disabled. 
Problem: Severe shortage of physicians in this area. 
Present physicians are frequently so overloaded with 
work that patients are treated symptomatically or have 
no choice in who their doctor is , i.e. , two surgeons 
(one on vacation) - that doesn't leave much choice 
unless you leave the area. 
Solution: Medical school in Maine- or more " slots" 
committed to Maine students in existing medical 
schools. Small "satellite" health care facilities in rural 
areas with physicians staffing them on a rotating basis. 
(Danforth now has a similar program) . 
Problem: The lack of dedication and involvement of the 
professional people working in the sy terns. It seems to 
me it s a matter of personal integrity, and we as a 
society train technical skills but fail in the real area of 
helping others, which I feel is concern and caring for 
tho ewe work with. 
Solution: Those going into the health care fields should 
be screened for character and their adaptability for 
working with and helping others. Educators should 
help students toward self improvement and perhaps 
tudents should have a pass-fail system on character 
traits as well as academics. 
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Problem: I worked in a hospital where plans for the 
patients were made with the social worker and nurse 
with the social problems of the family being of great 
importance. This would seem to be one of the problems 
in Maine, that there is not sufficient personnel to carry 
out a coordinated plan that would be best for the patient 
and the family members (who had usually been made to 
have great guilt feelings). 
Solution: No response. 
Problem: I simply can ' t spread myself thin enough to be 
everywhere I'd like to be. There is a dearth of trained 
people who actually have contact with the patients and 
who actually do the foot work - the hard work -
volunteers at the most , are often unreliable 
(attendance-wise) or untrained. Our Public Health 
Nurse in this area is working under almost impossible 
loads of various and sundry problems and conditions. 
She puts in hours of work that only few can imagine -
or know about. I volunteer for school clinics and 
bloodmobile work. In my capacity as a R.N. I also 
have my job at the hospital and my income to worry 
about, so I can only put in volunteer service on a limited 
part-time basis. I wish I could do more. 
Solution: More trained personnel should be a priorlt:y to 
relieve some of the work load and to provide care to 
more and have it make sense. Also Dental care- my 
God - it's awful! So many grade school children in 
general are desperately in need of dental care and their 
families can't afford it. They are very often in a border-
line income group and do not qualify for medicaid or 
special services. This needs looking into- Truly. Also 
many college students , married not covered by 
Daddy's insurance for health care any longer, but can't 
afford his own- pregnant wife- he gets sick. What 
help can he/she expect? 
Problem: Lack of interest in medical care of elderly. 
Solution: Medical schools educating students more in 
medical problems of aged and exposing students more 
to aged population, nursing schools stressing good 
nursing care plus going back to having nursing students 
OT 
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work nights and weekends. Emphasis now seems more 
theoretical , and administrative. Increase number and 
role of family nurse practitioners. Involve occupational 
therapists more in state and local health care planning, 
UR communities. 
Problem: Failure of various health facilities or their 
physicians to recognize occupational therapy as an in-
tegral segment of the patients, total treatment program. 
Solution: Greater integration of services by increasing 
knowledge of aims of OT availability, types of services 
provided (accomplished through in-service training , 
workshops held jointly with other services , consumer 
advocacy training). 
V. REGULATION AND FUNDING 
Profession/County 
LPN 
Kennebec 
MD 
Knox 
Problem: In my opinion the massive amounts of paper-
work involved with providing care to the patient , 
whether private or hospital , takes away from the direct 
care and teaching that the health professional can pro~ 
vide to the patient. 
Solution: Provide trained personnel on a floating basis 
that can fill out forms do filing , etc. These administra-
tive people should be able to go from one sector of the 
health care system to the other and also provide cover-
age statewide- in other words , a trained core of ad-
ministrative personnel. 
Problem: Health care and maintenance is becoming too 
expensive, especially for the group whose income is too 
high to receive public assistance and not high enough to 
afford today 's health care cost. These are often the 
" crisis-patients" because they cannot afford a con-
tinuous health maintenance. 
Solution: National Health Insurance with a small 
financial participation by the public (patient makes 
small cash payment at each visit) to avoid misuse of the 
system. 
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Problem: (1) Too much regulation , control, " busy 
work'' and all its associated paper work that the present 
health care delivery system entails. (2) Misuse of pres-
ent health delivery system, especially by those that 
don't have to pay (taking things for granted, not using 
common sense, etc.). (3) Gradual erosion of privacy or 
confidentiality in matters of doctor-patient relation-
ship. (4) Reimbursement for services performed- is 
behind times (i.e., fee schedules , multiplier factors , 
etc.). Should I go on? 
Solution: (1) Hands off - More detailed regulation 
won't make it any easier. (2) NHI sure is not the an-
swer. Each patient should at least be required to make a 
token contribution toward the cost of treating him. (3) 
Huge centralized computer storage of information sure 
is not the answer. Limitation of private information -
discrimination would sure be nice. (4) Correction of 
inequality would be desirable , either on a regional or 
national basis. 
Androscoggin Problem: Persons in an administrative position lack the 
necessary knowledge and understanding of problems 
(social, medical , educational , financial) people of the 
community must contend with to obtain good medical 
care. Health organizations that I've been involved with 
here worry more about finances and politics than good 
patient care and high standards of care. 
PSYCHOL 
Penobscot 
Solution: I don't know if there is a solution- perhaps 
non-profit organizations run by people with a back-
ground in health care instead of professional business 
administrators who would put emphasis on the financial 
business area rather than high standards of medical care 
with the business end a close second. 
Problem: (1) Third party payments do not cover ade-
quately patients who need psychological care. (2) Erra-
tic sponsorship of clients from vocational rehabilita-
tion. 
Solution: National or state health insurance to cover all 
people adequately. 
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DENT 
Androscoggin Problem: Government interference and the tax burden. 
MD 
Knox 
MD 
York 
I only work Y2 time because of taxes. Without the 
income tax I would be willing to work full time, expand 
services employ many more people etc. I have many 
colleagues who think the same way. The income tax 
punishes the productive part of society and rewards 
nonachievement. Government needs to redefine its 
purpose (like the founding fathers) : Protect the indi-
vidual with a police and military force and provide 
courts to settle disputes - and that's all. 
Solution: Tax equally - not progressionally. If every 
wage earner today paid 20% taxes on adjusted gross , we 
would have more money - not less - in the govern-
ment pocket. And high production people would again 
work and produce. These figures are Milton 
Friedman's. The redistributive mentality is our prob-
lem. When people profit from effort they then work 
harder and are far more creative. This was our concept 
200 years ago and we created an incredible productive 
country. Our official attitude has reversed since the 
progressive tax and the country is sliding rapidly to-
ward mediocrity. 
Problem: The meddlesome intrusion of health care 
planners who have well motivated utopian objectives , 
poorly grounded in the realities of what is really being 
done already and what it takes to do it. They drain off 
finite resources , impose ridiculous and time consuming 
bureaucratic overheads, and spend dollars which could 
better be spent in direct patient care. 
Solution: Support and encourage those providers who 
are actually giving direct patient care. Don't strangle us 
with bureaucracy. Pay us a realistic fee for service 
based upon our very extensive professional training. Be 
less utopian . Society's resources are finite! We can't do 
everything and realistic priorities must be defined. 
Don't aim for the "ideal" -seek the realistic. 
Problem: Of the innumerable serious problems , the one 
that will soon make it impossible for me to deliver any 
health care is the cost of malpractice insurance. 
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Solution: Mandatory publication by insurance com-
panies of annual (1) payments to claimants by (a) court 
decision or (b) out of court settlements; (2) total previ-
ous collected for malpractice insurance with (3) break-
down of percentage of awards going to claimant' s 
lawyers and amount of payments to defense lawyers. If 
such data were available to the public, I am confident 
that the medical profession would no longer be ripped 
off by nursing companies and lawyers with resulting 
financial benefit to the patients. 
Problem: The highest ranking problem in health care , 
common to all of us tax payers- not to one group of us 
-is the massive bureaucratic topheaviness of duplica-
tion of services , facilities , administration , exorbitancy 
of startup and management costs. The most inefficient 
use of money for medical care is that which comes to 
the consumer via y our tax bite. 
Solution: Put the care of people and its responsibility in 
the care of people who are trained to do it. The profes-
sional diversity of people in the private insurance sector 
and in medical organizations have always been the most 
effective and economical and effic.ient means of offering 
services. 
Problem: ( l) My concern for the cost of medical care to 
my individual patient. (2) Need for better distribution of 
physicians to lessen work-load in some areas and pro-
vide non-existent care in others. 
Solution: (1) Universal health insurance with govern-
ment assistance or premiums paid for the poor. (2) 
Government and/or physician operated distribution 
systems with financial incentives and other considera-
tions to make an area more attractive. 
Problem: Imposition of government in all phases of my 
practice and the overload of paper work. I do not mind 
long hours of work but I resent being told when, where, 
how , to whom, how many refills and what I shall get for 
a midnight emergency call, (usually ~ the going rate). I 
do not make $100,000 so my name isn' t in the paper. 
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Initiative is being destroyed and I find mine going down 
the drain. 
Solution: Quite obvious - Suggest government plans 
work with the medical group -Not hold out money for 
program if I will do as they wish. Most physicians are 
very cooperative if approached as a human and not as 
one who ha nothing to say but do the work and take the 
risk. If I sound bitter I am getting that way. Unfortu-
nately the government sponsored programs have many 
physicians distrustful of them. Suggest government and 
medicine get together and work together. Then we can 
get the patients taken care of in a much more efficient 
sy tern. 
Problem: High cost of medical care ''frightens'' many 
patients away without completing treatment program. 
Many patient do not seek care that could relieve medi-
cal problems because "it costs too much". 
Solution: I'm not sure what the solution is. I don't feel 
that socialized medicine is the answer but perhaps 
some method of payment which allows the patient to 
pay what he can , or a governmental loan system for 
payment of medical and "e sentials" -bills. 
Problem: Increasing scientific knowledge is escalating 
the cost of medical care at a rate which will exceed our 
ability to pay the price. No group is yet willing to take a 
stand on when society should say we are spending too 
much of our resources to produce only a slight im-
provement in morbidity and mortality. 
Solution: The medical profession is unable by training 
or experience, to change from a dedication to the indi-
vidual patient to the overall community benefit. The 
government must be dedicated to self-preservation by 
its fiscal responsibility. There must be some area of 
compromise - before we lose the individual right to the 
best care or community bankruptcy. 
Problem: Lack of adequate funding for programs for 
handicapped children. There are too few adequately 
trained professionals in the state. The special education 
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law is inadequate to provide enough money for needed 
services. I daily see children who are inappropriately 
placed (psychotic children in trainable schools, hearing 
impaired children in a regular class with little or no 
extra help , etc.) and no adequate services exist in their 
rural communities. 
Solution: Money for local or regional programs. Train-
ing to help professionals deal with developmentally 
disabled , including workshops to transmit certain 
knowledge (i.e. , types of medication and when it is 
useful in problems such as hyperactivity) and to change 
attitudes (i.e. , many psychologists and psychiatrists 
won't see retarded people in therapy). 
